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ABSTRACT 
E. ANN WILEY 
AGING WITH A LONG-TERM DISABILITY: A TRILOGY OF STUDIES 
MAY2004 
Research concerning the population of persons aging with a long-term 
disability including spinal cord injury and persons surviving poliomyelitis and now 
dealing with post polio syndrome is heavily weighted towards quantitative 
methods. The purpose of these three related studies was to give persons aging 
with a long-term disability a voice in the telling of their life narratives, to identify 
and examine emerging themes related to examples of occupational adaptation in 
their lives, and to identify ways to facilitate aging with wellness. 
The first study established that there is a dearth of qualitative research 
concerning the population of persons aging with a long-term disability and 
provided a synthesis of the few qualitative studies that were found. Assumptions 
were proposed to aid in integrating the body of knowledge elicited from these 
studies. 
The second study included initial and follow-up interviews with six 
individuals, three of whom had suffered SCI and three who had survived acute 
poliomyelitis and all of whom were at least 20 years post injury or acute disease. 
Vl 
Based upon the participant's life narratives, major themes emerged including: 
influence of social and family relationships, disability issues, medical community, 
perspectives of self and adaptive strategies, aging and well-being, and life 
lessons learned. The Occupational Adaptation frame of reference (Schkade and 
Schultz; Schultz and Schkade, 1992) provided a model to organize the influences 
upon the participants' ways of dealing with aging and disability. Strategies to 
assist persons to adapt with wellness were identified, and occupational therapists 
were challenged to first listen to life narratives and then assist in the adaptation 
of persons in their environment. 
The third study used a focus group format to gather the participants from 
the second study. From the third study, emerging themes were environmental 
influences, personal factors, and aging issues. Findings showed that none of the 
participants reported planning for aging, none participated in a peer support 
group, and all suffered symptoms of over-use injuries or post polio syndrome. 
Recommendations for occupational therapy interventions for persons aging with 
a long-term disability were made. 
Vll 
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CHAPTER I 
STATEMENT OF THE PROBLEM AND PURPOSE 
Statement of the Problem 
We are admonished in some philosophical teachings to be "quick to listen 
and to hear ... ," and there are voices that have too long gone unheard. These are 
emerging voices; they are the voices of persons aging with a long-term disability. 
As the population of persons who are aging grows, so grows the population of 
those aging with a long-term disability. 
Medicine and technology have advanced to allow the longevity of persons 
who less than a generation ago would not have survived to old age-persons 
with a spinal cord injury (SCI). Quantitative research abounds concerning 
persons with SCis. We know the demographics of the person, but we do not 
know the individual. 
A second population has endured one disability and is encountering 
another. Many years after the acute stage, persons who survived poliomyelitis 
were stricken by symptoms of post polio syndrome (PPS). They had, in many 
cases, conquered the effects of poliomyelitis. They were then faced with another 
disability in their most productive and aging years. Persons who suffered 
poliomyelitis have shared their stories, but the stories are rarely documented in 
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qualitative studies. Rather, quantitative studies, historical perspectives of the 
disease, and explanations of its late effects comprise much of the literature 
regarding poliomyelitis and PPS. These two groups, one with SCI's and one with 
a history of poliomyelitis, were chosen as representative of a population aging 
with a long-term disability in order to hear their stories and to determine what 
problems they might be encountering as they age. Their commonalities are that 
they are relatively new populations who share aging with a long-term disability, 
and also, perhaps share a common thread of weakness due to deterioration of 
enlarged motor units, which has been postulated to cause PPS symptoms and is 
now thought may lead to decreased functional levels in persons with SCis years 
following injury. 
Purpose of the Research Studies 
The purpose of these three studies was first to give persons aging with a 
long-term disability a voice in the telling of their life narratives and then to identify 
and examine emerging themes. Anticipated benefits of the studies included 
increasing the self-awareness of the participants, participant sharing of 
knowledge that could benefit peers, and providing examples of adaptation to aid 
the persons who will one day join the numbers of persons aging with a long-term 
disability. In addition, it was felt that occupational therapists and other health care 
professionals could benefit from knowledge gleaned from the studies and gain 
insight into some of the problems affecting persons aging with a long-term 
disability. 
2 
First Study 
The initial study established that there is a dearth of qualitative research 
concerning the population of persons aging with a long-term disability. The study 
provided a sampling of the quantitative research to date that addresses persons 
aging with a long-term disability and a synthesis of the few qualitative studies that 
were found . In addition, a set of assumptions were proposed to aid in integrating 
the body of knowledge elicited from qualitative research studies. Finally, the 
potential role of the occupational therapist acting as an agent of the environment 
to assist in facilitating successful occupational adaptation of persons aging with a 
long-term disability was set forth. 
Second Study 
The second study included initial and follow-up interviews with six 
individuals, three of whom had suffered SCis and three who had survived acute 
poliomyelitis. The participants shared their life narratives. Answers to questions 
regarding specific ways of coping or adapting; ways of responding to life's 
challenges; influences of ancestors, family, and friends on life choices; 
motivation; fears; inspirations and aspirations; and ways of adapting to aging with 
a long-term disability were gleaned from the life narratives. The Occupational 
Adaptation frame of reference (Schkade and Schultz; Schultz and Schkade, 
1992) provided a model to frame the various influences upon the participant's 
ways of aging with a long-term disability. Major themes that emerged from the 
second study included: influence of social and family relationships, disability 
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issues, medical community, perspectives of self and adaptive strategies, aging 
and wellness, and life lessons learned. Cross-case studies for each theme 
identified similarities and differences among the participant's narratives. 
Third Study 
This study used a focus group venue to provide a forum for the 
participants to share portions of their life stories and to dialogue about the 
ramifications of aging with a long-term disability. A major premise was that the 
participants would benefit from interaction with peers. The participants in the 
focus group were the six individuals interviewed for the second study. The 
Occupational Adaptation frame of reference (Schkade and Schultz, Schultz and 
Schkade, 1992) was used to frame the emerging themes of environmental 
influences, personal factors, and aging issues all of which affected ways of aging 
with a long-term disability for the study's participants. 
Brief Summary of Results 
The three studies, respectively, identified the need for more qualitative 
research to hear the stories of persons aging with a long-term disability, identified 
influences and issues affecting the individual participants, and brought the 
individuals together into a group forum to share portions of their narratives with 
peers, clarify issues identified in the second study, and to have an opportunity to 
network with other group participants. Results included identification of the ways 
aging was affecting the participants, specific ways of coping or adapting to 
4 
change, and examples of the participant's occupational adaptation in their 
environment. 
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CHAPTER II 
BACKGROUND AND SIGNIFICANCE 
Introduction 
Cohorts of persons aging with a long-term disability have emerged within 
the span of one generation. When spinal cord injuries (SCis) occurred thirty 
years ago the conjecture was not, "I wonder what he wilf be doing ten years from 
now," but "If he is still here in the morning, I will take a look at him." For persons 
with a history of surviving poliomyelitis, it was a shock to learn of post polio 
syndrome (PPS) and to experience unpredicted loss of functional ability. 
Similarly, persons with SCis had no notion of surviving to old age, and 
persons with a history of acute poliomyelitis had no notion of encountering 
additional disability in their aging years. These groups of persons chosen for this 
trilogy of studies are representative of a sampling of persons aging with a long-
term disability. 
Momentum for the Studies 
An initial brief literature review revealed numerous quantitative studies and 
few qualitative studies concerning these populations. The preliminary literature 
review was conducted as part of a class assignment with the choice made by the 
researcher to interview someone who was aging with a long-term disability. The 
inspiration for this work came from that initial interview with a subject who was 
experiencing many ramifications of aging with SCI. An extensive search of the 
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literature followed. All sources that offered pertinent literature were explored, 
including medical, nursing, occupational therapy, social work, psychology, and 
geriatric journals. A search of written volumes with pertinent references was 
conducted, as well as searching abstracts, current research, and internet 
sources. 
The extensive search corroborated the preliminary search-that mostly 
quantitative research exists concerning these cohorts aging with a long-term 
disability. Many studies exist, including longitudinal studies, which address 
demographics of these populations. By contrast, few qualitative studies consider 
the life narrative of the individual. The literature review substantiated the need for 
more qualitative research concerning this growing population of persons aging 
with a long-term disability. 
Demographics of Persons Aging with a Disability 
The well documented graying population of the United States in the year 
2000 included 18.4 million persons between the ages of 65 to 74, 12.4 million 
between the ages of 75 to 84, and 4.2 million age 85 or older (census.gov). 
The technology and modern medicine that have predicated these survival rates 
for the well elderly have also allowed growing numbers of persons with a long-
term disability to survive to old age. Persons with disabilities comprise the largest 
minority group in the United States according to Campbell (1996). Various figures 
exist for numbers of persons with disabilities. U. S. Bureau of the Census data 
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estimates 20% of the population experiences some level of disability or 52.6 
million and 33 million endure severe disability (McNeil, 1997a). 
It is estimated that persons with SCis number between 183,000 and 
230,000 (spinalcord.uab.edu, 2001). As many as 600,000 (Seelman, 1999) are 
survivors of poliomyelitis with approximately 300,000 experiencing PPS (Jubelt, 
2000). Life expectancy for persons with SCI has increased but falls short of that 
of the general population. A person who sustains a SCI, depending upon the 
level of injury, can expect to have from 58% to 87% of a normal life expectancy. 
In contrast, persons with PPS do not necessarily have a lesser life span provided 
their initial bout with poliomyelitis did not affect their respiratory system (National 
Institutes of Health, 1996). 
Older persons with long-term disabilities face the continuing need to 
manage a chronic condition plus coping with problems due to aging (Seelman, 
1999; Lammertse, 2001). Services to assist older adults to cope successfully with 
aging effects are insufficient (Pentland, McCall, and Rosenthal, 1995). Krause 
and Sternberg (1997) suggested that adjustment to SCI as individuals age is 
influenced by environmental changes. Schieman and Turner (1998) stated that 
age and disability might adversely affect mastery and the sense of self, as 
compared to non-disabled individuals. Crewe (1990) made the point that persons 
who have survived poliomyelitis some 30 to 40 years or more are experiencing 
declines in functioning and dealing with those changes in addition to the aging 
process. 
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SCI survivors some 20 to 30 years post injury are also experiencing some 
declines in function as they age, including the need for more assistance (Gerhart, 
Bergstrom, Charlifue, Menter, and Whiteneck, 1993). Lammertse (2001) reported 
that the quality, in addition to the rate of aging, is altered by SCI. 
Existing Systems of Study 
The SCI model systems, established in 1970 (Stover, DeVivo, and Go, 
1999), provide a quantitative way to track persons with SCI and provide access 
to data regarding their health history. Sixteen model systems currentiy provide 
data that feeds into the National Spinal Cord Injury Database. Local follow-up 
clinics provide an opportunity for persons with SCI to receive services and check-
ups. Services depend upon the individual clinics. 
Conversely, a system does not exist to assimilate quantitative data or to 
follow persons who are survivors of poliomyelitis and now encountering new 
disability, the effects of PPS, as they age. However, some organizations provide 
support for this population. Post-Polio Health International (PPHI), formerly 
Gazette International Networking Institute ( GIND has been a source of 
educational materials for persons with a history of poliomyelitis and for 
healthcare professionals since its inception more than 40 years ago. It provides 
publications, presents workshops and international conferences, and promotes 
research, all with a renewed focus on health (Post-Polio Health, 2003). In a 
phone conversation with Joan L. Headley, Executive Director of PPHI (personal 
communication, December 1, 2003), Ms. Headley indicated that PPHI would like 
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to find ways to reach a broader range of persons so that persons with a history of 
poliomyelitis, physicians, nurses, and allied health personnel would have the 
most up-to-date information regarding poliomyelitis and PPS. Local post polio 
clinics, such as those sponsored by The Institute for Rehabilitation and Research 
(TIRR) Houston, Texas, and by The National Rehabilitation Hospital in 
Washington, D.C . serve this population as well. 
Qualitative Research 
The narrative or life story of an individual is one of the revealing tools of 
qualitative research. Life experiences, innermost thoughts, personal ways of 
coping, strands of adaptation, person-environment interactions, and degrees of 
resiliency can be revealed through hearing the narrative of an individual. Strauss 
and Corbin (1990) stated that qualitative research helps in understanding what 
underlies unexplained phenomena. We learn from hearing the patient's 
experience of illness (Kleinman, 1988). Spencer, Young, Rintala, and Bates 
(1995) found through another qualitative research method, the participant-
interview that a need existed to connect new concepts of self of the participants 
to experiences from the past. Spencer, Hersch, Eschenfelder, Fournet, and 
Murray-Gerzik (1999) conceptualized narrative as a way of thinking about how 
change connects past and future with the future evolving from the past and 
documented examples in their research. Taylor and McGruder (1996) used 
qualitative research methods to explore the meaning of sea kayaking for persons 
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with SCis and found a link between meaningful use of time and rebuilding an 
identity following injury. 
Review of Qualitative Studies 
Few qualitative studies address aging with a disability. Trieschmann, 
(1987) a pioneer in the field of aging with a disability, is one of a handful of 
researchers to publish the patient's life history. Although she recorded life stories, 
she did not use traditional qualitative methods in her studies. Gilson and Netting 
(1997) presented four case studies of persons with pre-existing disabilities aging 
in place. Only one study included quotations from a participant; the studies 
appear to be more a social history than a personal narrative or life story. 
Four other studies were identified which used qualitative methods for 
collection and analysis with the use of coded interviews. Three of the studies 
addressed survivors of SCI and one study concerned poliomyelitis survivors. 
Manns and Chad (2001) studied components of quality of life for persons with 
SCI. The individual's story was determined to be important in establishing a 
quality of life measure. Carpenter ( 1994) concluded that listening to the 
individual's experience of disability could lead to a more client-centered approach 
to rehabilitation . Pentland, Walker, Minnes, Tremblay, Brouwer, and Gould 
(2002) used qualitative methods including focus groups and interviews with 
women aging with SCI. They identified a need among the participants for 
additional resources to achieve successful aging. Numerous quotations from the 
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women in the study exemplify the richness of data gleaned when hearing the 
participant's own words. 
Issues of Quality of Life, Activity, and Occupational Adaptation 
Kemp and Ettelson (2001) believe that individual issues are best served 
by using subjective means to measure quality of life. Hammell {1995) also 
believes that the subjective experience, a measure unique to the individual and 
one that statistics cannot adequately express, might give the best indicator of 
quality of life. Other researchers noted that quality of life is defined differently by 
the elderly, health care professionals, and caregivers (Clark, 1995). This 
discrepancy underlines the necessity of hearing the stories of persons aging with 
a long-term disability. Quality of life measures often use wetrness as an indicator. 
Johnson (p.129, 1985) defined well ness as a "context for living" which fosters the 
notion that aging occurring in the presence of chronic conditions can still be a 
successful ongoing process. 
The linkage among wellness, health, and occupation has been made by 
well-respected researchers (Yerxa, 1998; Christiansen, 1999; Law, Steinwender, 
and Leclair, 1998). Hammell (1995) cites Aristotle who postulated that quality of 
life is related to activity. Law (1998) and fellow researchers reviewed studies from 
social and health sciences that pointed to a connection between occupation, 
health, and well-being in the well population. They did not consider persons with 
disabilities. 
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Schkade and Schultz (1992) are advocates of successful occupational 
adaptation occurring by means of engagement in meaningful activity, with the 
occupational therapist as the agent of the environment. The National Institute on 
Disability and Rehabilitation Research (NIDRR) presents the new paradigm of 
disability as focusing "on the whole person functioning in an environmental 
context" (Seelman,1999, p. 84). Smith, Kielhofner, and Watts (1986) have linked 
activity or occupation and life satisfaction in regards to the elderly population. Of 
the limited number of qualitative studies of the elderly in the occupational therapy 
literature, most seem to address quality of life and life satisfaction issues. 
Significance of Listening to Persons Aging with a Long-term Disability 
Aging with a long-term disability is an under-examined topic. The potential 
to facilitate successful occupational adaptation of the individual underlines the 
importance of addressing ramifications of aging with a chronic disability. Before 
we, as therapists, can maximize the potential of our aging clients, we must listen 
and hear their narratives. We have a unique opportunity to act as agents of the 
environment to facilitate the successful adaptation of persons aging with a long-
term disability so that they live with good health and wellness. 
Because the needs of this population are predicted to increase, one must 
consider not only issues of quality of life, but also economical issues. For 
persons with SCI the scale is tipped towards unemployment after injury. Persons 
with PPS have had to leave productive careers and businesses due to declines 
in functioning. Persons who are able to be gainfully employed will need to make 
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modifications to preserve wellness and conserve energy. There are additional 
potentially huge economic issues looming as the population aging with a long-
term disability declines in function. Specialized training for healthcare workers 
and long-term care facilities equipped to accommodate persons aging with a 
long-term disability are issues that require thought and action. 
My Perspective 
Interest in a study of persons aging with a long-term disability was fueled 
during a classroom assignment for which the researcher interviewed a person 
who had sustained a SCI approximately 30 years before. An initial interview 
identified issues of aging with a chronic disability. It was through this interview 
and the pre and post interview literature reviews that the writer began to focus 
upon an issue that seemed to be adequately considered by quantitative 
researchers, both past and ongoing, but rarely addressed in the qualitative 
literature. 
Delving into the literature proved the premise that qualitative research 
regarding persons aging with a long-term disability was scanty indeed. Hearing 
the narrative from the first subject interviewed revealed issues that possibly could 
affect others with long-term disabilities. 
The writer was shocked to learn from that initial interview, based upon 
experiences of the participant, that physicians were not well versed on issues 
associated with SCI. Other important topics emerged from that first interview. 
The person interviewed was a survivor, who when injured, had not been 
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expected to live overnight, much less to age with a long-term disability. Planning 
for aging had not occurred because aging was not an expectation. 
It was also learned from that initial interview that proper nutrition and 
hydration, skin checks, and being proactive regarding health issues were not 
considerations for the participant. In addition, energy conservation and work 
simplification were not practiced. Actually quite the opposite was true for the 
individual interviewed. Further issues identified included physical problems such 
as skin breakdown, fatigue, over-use injuries, and a condition termed 
syringomyelia that limited upper extremity use. Some potentially self-abusive 
practices of the participant included eating one meal a day, working 12 hour 
days, and drinking excessive amounts of coffee to stay warm and alert (30 cups). 
The notion occurred to the researcher during and following the initial 
interview and the accompanying literature review that some of the problems this 
individual was experiencing seemed to be due to aging with a long-term disability 
but that some of the problems might have a preventative component. Education 
early in the life of the person with SCI could possibly prevent some of the 
problems identified. It was also felt that others who were aging with a long-term 
disability would need to tell their stories to build an effective case for identifying 
problems associated with aging and being proactive regarding those problems. 
An initial proposal was designed to study wheelchair athletes aging with a long-
term disability. Due to suggestions from the researcher's dissertation committee 
to broaden the scope of the research, it was decided to include persons with SCI 
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or a history of poliomyelitis. The potential to have an impact on the quality of life 
on individuals aging with a long-term disability and to address emerging issues 
that occupational therapists could best be prepared to tackle was the 
motivational force behind the studies. 
Trieschmann (1987), in her definitive work Aging with a disability, states 
that " ... any approach to aging ... that focuses primarily on biological-organic issues 
and that slights the personal and environmental issues is doomed to failure" 
(p. 3). The three studies were undertaken based on the belief that they had the 
potential to provide knowledge regarding coping skills, survival, and resiliency, 
which in turn could help others aging with a long-term disability to do so 
successfully. In addition, the opportunity existed for occupational therapy with its 
person-environment focus to contribute to the health, wetlness, and the 
successful occupational adaptation of a growing and significant portion of the 
population, working along with other disciplines to help ensure that aging with a 
long-term disability would not preclude aging with wellness. 
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CHAPTER Ill 
AGING WITH A LONG-TERM DISABILITY: VOICES UNHEARD 
Introduction 
A literature review addressing aging with a long-term or chronic disability 
for persons with spinal cord injury (SCI) and post polio syndrome (PPS) yielded 
mostly studies using quantitative research methods. Little qualitative research is 
documented regarding individuals aging with a long-term disability. 
Quantitative data can describe who is surviving and their demographics 
and can document problems associated with aging with a disability. The National 
Spinal Cord Injury Database enables tracking individuals from initial injury 
throughout their life span. Some quantitative tools can be used to obtain 
subjective, as well as objective, data. Examples include data collected with 
quality of life tools such as the Rand Medical Outcomes Study (MOS) as noted 
by Hays, Hahn, and Marshall (2002) and the Medical Outcomes Study 36-ltem 
Short-Form Health Survey (SF-36) as reported by Ware and Sherbourne (1992) 
and McHorney, Ware, and Raczek (1993), which is derived from the MOS. 
Qualitative research methods (Strauss and Corbin, 1990, pp.19, 23) add another 
dimension, one that complements quantitative research by disclosing 
personal experiences which are difficult to discern using quantitative methods. 
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Recording life histories of individuals has the potential to glean useful 
information. Qualitative methods can provide insight into personal ways of coping 
while aging with a disability. 
This synthesis of the literature includes a report of the demographics of 
the aging population, especially persons who are post SCI or post the initial 
occurrence of poliomyelitis and perhaps experiencing PPS; a discussion of the 
significance of studying these two populations within the aging population; and 
an exploration of problems associated with aging with a disability. A sampling of 
the abundant quantitative research and a synthesis of the qualitative research 
regarding persons aging with a long-term disability are included, as well as 
examples of the literature measuring health, well-being, ways of coping and the 
role of occupational therapy with persons with SCI and with PPS. Assumptions 
regarding aging with a disability are made in light of the contribution that 
qualitative research offers. 
Statement of Purpose and Need 
Analysis of demographic data regarding persons aging with a chronic 
disability has been published but few studies have considered the life story of the 
individual. The purpose of this literature review is to substantiate the need for 
more qualitative research concerning the growing population of persons aging 
with a long-term disability. The parameters of this review include persons 
surviving SCI and those who had felt they had overcome poliomyelitis only to be 
faced with another disability-PPS. In contrast to survivors of poliomyelitis, 
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survivors of SCI were not, at the time of their injury, expected to reach old age. 
Survival following SCI in the 1940's and 1950's was from 1 to 10 years (Kemp 
and Ettelson, 2001 ). By comparison, poliomyelitis survivors have endured and, in 
many respects conquered, one disability, just to face an unexpected debilitating 
condition as they join the population of the aging. 
In conducting a semi-structured interview with a person aging with a long-
term disability, it became evident that listening to the survivor's life narrative 
yielded much rich information, revealing qualities of the individual that facilitated 
survival and identifying barriers that had thwarted survival. Listening to the life 
narrative not only provided an opportunity for the individual to tell his story, but 
provided a venue to glean information that could be of help to others facing aging 
with a long-term disability. A preliminary literature review prior to the interview 
yielded numerous reports of quantitative research studies of persons with SCI, 
but few qualitative sources. The literature concerning persons with PPS is heavily 
weighted towards studies that explain the medical aspects of the condition and 
its ramifications. An exhaustive search of the literature following the initial 
interview revealed the same results on a larger scale. 
Methods 
A search of the literature concerning aging with a long-term disability was 
conducted. All sources that contained information pertinent to the topic, including 
medical, nursing, occupational therapy, social work, psychology, and geriatric 
journals, were reviewed. A search of written volumes with references to the topic 
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was also conducted. An effort was also made to find ongoing research or other 
applicable references regarding aging with a long-term disability on the Internet. 
Findings from the Literature Review 
The graying of the population of the United States is well documented. In 
2000 18.4 million Americans were between the ages of 65 to 7 4, 12.4 million 
between the ages of 75 to 84, and 4.2 million were age 85 and older 
(census.gov). 
We are now beginning to see persons disabled early in life surviving to old 
age (Seelman, 1999). Modern medicine and technology that allows persons to 
live longer in well ness have also swelled the numbers of those who survive 
disabilities caused by SCI, poliomyelitis, multiple sclerosis, and cerebral palsy, 
among others. Polio survivors have lived 25 to 50 years before experiencing an 
unanticipated polio-related disability. Older persons with long-term disabilities 
face the continuing need to manage a chronic condition plus coping with 
problems due to aging (Seelman, 1999; Lammertse, 2001). Persons with 
disabilities are the largest minority group identified in the United States ranging 
from 34 to 38 million of the non-institutionalized population (Campbell, 1996). 
The National Health Interview Survey (NHIS, 1992) estimates that 15% of the 
non-institutionalized population experiences some level of limited activity due to 
disability. U. S. Bureau of the Census data, SuNey of Income and Program 
Participation (SIPP), provide slightly higher figures, namely 20% of the general 
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non-institutionalized population or 52.6 million people live with some level of 
disability and 33 million people endure severe disability (McNeil, 1997a). 
Demographics of Those Aging with a Disability 
Of the numbers of disabled, it is estimated that between 183,000 and 
230,000 have SCI's (spinalcord.uab.edu, 2001) and as many as 600,000 
(Seelman, 1999) are survivors of poliomyelitis with approximately 300,000 
experiencing PPS (Jubelt, 2000). According to analysis of the SIPP data (McNeil, 
1997b) the probability of disability increases with increased age (see Table 1 ). 
Table 1 
Incidence of Disability Increases with age. 
Age % with Disability % Severe Disability 
45-54 22.6 13.9 
55-64 35.7 24.2 
65-69 44.9 30.7 
70~74 46.6 28.3 
75-79 57.7 38.0 
80+ 73.6 
Life expectancy for persons with disabilities has increased but still does 
not match that of the general population. The average population can expect to 
survive another 56.3 years past the age of 20 (DeVivo and Stover, 1995). 
Depending upon the level of injury, persons with a SCI sustained by age 20 can 
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expect to live from 32.8 to 49 years past the injury date, provided they survive the 
first year after the injury. This is from 58% to 87% of a normal life expectancy. 
People with PPS do not necessarily have a lesser life span, provided their initial 
bout with poliomyelitis did not affect their respiratory system (National Institutes 
of Health, 1996). 
Issues Associated with Aging with a Long-tenn Disability 
Services to assist older adults in coping successfully with aging with a 
disability are insufficient (Pentland, McCall, and Rosenthal, 1995). Krause and 
Sternberg (1997) suggested that adjustment to spinal cord injury as individuals 
age is influenced by changes in their environment. Schieman and Turner (1998) 
stated that age and disability may adversely affect mastery and the sense of self, 
as compared to non-disabled individuals. Crewe (1990) contrasted SCI and 
poliomyelitis sequelae, pointing out that poliomyelitis was once considered a 
stable disease, but post-polio survivors some thirty to forty years following initial 
illness are experiencing declines in functioning and have to deal with these 
changes coupled with the aging process. 
SCI survivors twenty to thirty years post injury are also experiencing 
declines in function as they age including the need for more assistance (Gerhart, 
Bergstrom, Charlifue, Menter, and Whiteneck, 1993). Persons with chronic 
disabilities may age faster than the well population. Lammertse (2001) reported 
that the quality, in addition to the rate of aging, is altered by SCI. Varied methods 
and ways of thinking regarding coping with the ramifications of aging and SCI are 
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documented (Nieves, Charter, and Aspinall, 1999; Hansen, Forchheimer, Tate, 
and Luera, 1998). 
Researchers are beginning to add the construct of disability to studies 
which consider health and occupation, and starting to view health as Johnson 
(1985, p.129) defined it, a "context for living." 
Yerxa (1998) stated: 
Health is viewed not as the absence of organ pathology, but as 
the possession of a repertoire of skills that enables people to achieve 
vital goals in their own environments. This sort of health, 
reflecting adaptability and a good quality of life, is possible for 
all people, including those with chronic impairments (p. 413). 
Existing Systems of Study 
Quantitative research abounds concerning those aging with a SCI, 
especially demographic data: Charlifue, Weitzenkamp, and Whiteneck (1999); 
Whiteneck, et al. (1992); and Krause and Sternberg (1997), to name a few. The 
SCI model system, established in 1970 (Stover, DeVivo, and Go, 1999), provided 
a quantitative means to track these individuals, and to record data regarding their 
health history. Sixteen current model systems provide data that feeds into the 
National Spinal Cord Injury Database. Data permit the identification of 
longitudinal trends of causes and demographics of SCI, practices of health care, 
and outcomes that date up to 25 plus years post initial injury 
(Stover, et al., 1999). The database, by design, has not yielded qualitative data. 
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A system does not exist to track persons who have survived poliomyelitis 
and are now encountering new disability as they age-the effects of PPS; 
however, some organizations do serve this population. Post-Polio Health 
International (PPHI), formerly The Gazette International Networking Institute 
(GINI), has changed its name to "reflect a more focused scope of services and 
broader constituency." PPHI has a continuing interest in international issues. The 
Post-Polio Taskforce (http://www. post -polio. org/taskltask. html) included 
researchers and clinicians and was dedicated to meeting objectives of raising 
awareness of PPS, developing educational tools to raise awareness, and 
defining standards of care for people with PPS. The task force was disbanded in 
1999 when its objectives were met; however, a link through the PPHI website still 
exists and has pertinent information regarding PPS at www.post-polio.org and 
www.info@post-polio.org. Local clinics, such as the post polio clinic sponsored 
by The Institute for Rehabilitation and Research (TIRR) Houston, Texas, and the 
post polio program at The National Rehabilitation Hospital in Washington, D.C., 
continue to serve this population. 
A Review of Qualitative Studies 
Very few qualitative studies address aging with a disability; Roberta 
Trieschmann, a pioneer in the field of aging with a disability, is one of a handful 
of researchers to publish the patients' life history. She related, in her words, the 
stories of disability of persons surviving aging with a SCI and of those coping with 
symptoms due to late effects of poliomyelitis. Although Trieschmann (1987) 
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recorded her respondents' life stories, she did not analyze her data through 
traditional qualitative methods. Gilson and Netting (1997) presented four case 
studies of persons with pre-existing disabilities aging in place. Only one study 
included quotations from an individual. The studies are more a social history than 
a personal narrative or life story. 
Four other studies were identified which used qualitative techniques of 
data collection and analysis, gleaning information from coded interviews with 
respondents. Three of the studies addressed SCI survivors and one study 
addressed poliomyelitis survivors. Manns and Chad (2001) studied components 
of quality of life for those with SCI. Subjective measures revealed differing levels 
of importance in themes between respondents with paraplegia and quadriplegia. 
They underlined the importance of the individual's story in establishing a quality 
of life measure. Carpenter (1994), in her qualitative investigation, studied the 
differing viewpoints regarding SCI held by health care professionals and those 
who were dealing with their own SCI. She concluded that listening to the 
individual's experience of disability can lead to a more client-centered approach 
to rehabilitation. Pentland, Walker, Minnes, Tremblay, Brouwer, and Gould 
(2002) used qualitative methods including focus groups and interviews with 
women aging with SCI. Themes identified included concerns regarding physical 
changes, social and emotional changes, strategies and resources, worries and 
concerns, and additional resources needed to achieve successful aging. 
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Numerous quotations from the women participating in the study exemplify the 
richness of the data gleaned when hearing the participants' own words. 
Scheer and Luborsky (1991) studied how the biographies of poliomyelitis 
survivors revealed traditions associated with survival and how developmental 
tasks and normative life course expectations shaped their lives. The authors 
recognized biography as acknowledging the whole life of the individual, giving 
value to the life experience. Resiliency, among other qualities, that helped the 
survivors succeed in the past could help them cope with the new disability 
brought about by PPS. Other sources for life stories were recorded in book 
format but were not analyzed using qualitative research methods (Carter, 2002; 
Sass, Gottfried, and Sorem, 1996). Although PPHI provides a forum for persons 
who want to tell their stories in its publication Post-Polio Health, formerly 
Rehabilitation Gazette, it does not analyze these stories. No other published 
qualitative research was identified which addressed persons aging with PPS. 
Three articles identified qualitatively addressed the life story of persons with SCI 
but only one dealt with aging with a SCI. Clearly, a deficit in the literature 
regarding qualitative research exists for persons aging with long-term disabilities. 
The rewards of qualitative research are in revealing the life history or 
narrative of an individual--experiences that cannot be documented quantitatively. 
Innermost thoughts, modes of thinking, personal ways of coping, person-
environment interactions, and degrees of resiliency are just some of the 
attributes of persons that are revealed. Qualitative research helps in 
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understanding what underlies unexplained phenomena (Strauss and Corbin, 
1990). We learn from hearing the patient's experience of illness (Kleinman, 
1988). Spencer, Young, Rintala, and Bates (1995) found, through qualitative 
research methods using participant interviews, that a need existed to connect the 
participants' new concepts of self to experiences from their past. Spencer, 
Hersch, Eschenfelder, Fournet, and Murray-Gerzik (1999) conceptualized 
narrative as a means of thinking of how change connects past and future, with 
the future evolving from the past. Taylor and McGruder (1996) used qualitative 
research methods to explore the meaning of sea kayaking for persons with SCI's 
and found a link between meaningful use of time and rebuilding an identify after 
injury. 
Quality of Life Studies 
Kemp and Ettelson (2001) stated that while quality of life issues can be 
addressed both objectively and subjectively, societal issues are best treated 
objectively and individual issues are better addressed in a subjective fashion to 
measure individual quality of life. 
One measure of coping is ascertaining an individual's quality of life. 
Hammell (1985) indicated that the subjective experience of the person might give 
the best indicator of quality of life. This is a measure unique to the individual and 
one that statistics cannot adequately address. Other researchers have noted 
quality of life is defined differently by the elderly, health care professionals, and 
caregivers (Clark, 1995). This discrepancy underlines the need to listen to the 
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story of those aging with chronic disability. Quality of life indicators often include 
wellness as an indicator. Wellness, defined by Johnson (1985, p.129) as a 
"context for living," fosters the notion that aging occurring in the presence of 
chronic conditions can still be a successful ongoing process. 
The relationship between health and activity is not new. Aristotle 
postulated that quality of life is related to activity (Hammell, 1995). The linkage 
among health, wellness, and occupation, has been made by well-respected 
researchers (Yerxa, 1998; Christiansen, 1999; Law, Steinwender, and Leclair, 
1998). In "The Well Elderly Study Occupational Therapy Program," the 
researchers related meaningful occupation to well-being, (Jackson, Carlson, 
Mandel, Zemke, and Clark, 1998). Law (1998) and fellow researchers reviewed 
studies from social and health sciences which pointed to a link between 
occupation, health, and well-being in the well population. They did not consider 
persons with disabilities. 
Schkade and Schultz (1992) and Schultz and Schkade (1992) advocated 
successful occupational adaptation occurring through engagement in meaningful 
activity, with the occupational therapist acting as the agent of the environment. 
Schkade and Schultz (1992, p. 831) defined the occupational adaptation process 
as "the interaction of the person and the environment as they come together in 
occupation." The new paradigm of disability presented by The National Institute 
on Disability and Rehabilitation Research (NIDRR) "focuses on the whole person 
functioning in an environmental context," (Seelman, 1999, p.84). Links, between 
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activity or occupation and life satisfaction with the elderly, were made by Smith, 
Kielhofner, and Watts (1986). 
Many disciplines are concerned with the needs of the aging, including 
quality of life and wellness issues. Occupational therapists address these needs 
in ways that will help the aging regain or retain wellness (Clark, et al.1996; Lewis, 
1996; Lewis, 1989). Few, however, deal with aging with a long-term disability. 
Spencer, Hersch, Eschenfelder, Fournet, and Murray-Gerzik (1999) studied the 
elderly with multiple chronic illnesses and found that occupational therapy 
intervention can facilitate successful adaptation to life-changing events, including 
returning to former occupations and relationships and increasing independence 
in activities of daily living. The study, while focused on the story of elderly adults 
with chronic illness, did not include those with chronic long-term illnesses. A few 
other researchers asked the aging person with a disability to state their own 
story, and even fewer considered the story of the person aging with a long-term 
disability. Of the limited number of qualitative studies of the elderly in the 
occupational therapy literature, most address quality of life and life satisfaction 
issues. Some studies emphasize the adaptation of the elderly, especially coping 
with illness. Crewe (1990, p. 525) is one of those who recognized the worth in 
"trying to see things from the survivor's point of view." 
Discussion 
Occupational therapists have a unique opportunity to act as agents of the 
environment to facilitate the successful adaptation of persons aging with a long-
29 
term disability. Therapists can help older clients maintain independence and age 
with dignity, wellness, and quality of life. Early intervention using the knowledge 
gained from qualitative research can educate young persons with a new disability 
to make decisions that will allow them to look forward to aging with well ness, 
instead of to a future filled with problems complicated by aging with a disability. 
To address this issue effectively, a set of assumptions is proposed to 
organize developing knowledge about the individuals' perceptions of aging with a 
disability. Benefits of assumptions were noted by Reed and Sanderson (1992) in 
helping persons take responsibility for themselves and their actions, and by 
Mosey (1996) in focusing the process of contributing to a body of knowledge. 
The definition of disability in the Long Range Plan of the NIDRR places the 
individual within the context of his or her environment, where work, play, and 
leisure occur, and where the individual through interaction with the environment 
(whether with objects or society) can pursue endeavors with varying degrees of 
success (Richards, et al. , 1999; Seelman, 1999). It is the potential to facilitate 
successful occupational adaptation of the individual that underlines the 
importance of addressing the ramifications of aging with a chronic disability. 
The following assumptions are proposed to aid in integrating the body of 
knowledge elicited from qualitative research. 
Assumption 1. Research regarding the population aging with a chronic 
disability can serve to provide this population with a sense of control in 
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managing their aging, so that aging can be a process that does not infringe 
upon other aspects of the individuals' lives. 
Control is defined as being in charge of self, having options versus having 
no options. A sense of control over one's destiny can empower the individual in 
other areas. If illness or disability keeps the individual from other pursuits, the 
disability will have become the master, and existence will have lost much of its 
meaning. Reed and Sanderson (1992, p. 54) defined adaptation as the 
"individual adjustment or change made by a person to enhance survival 
and ... potential.. .. " Qualitative research can potentially aid in facilitating 
meaningful adaptation to aging with a chronic disability by allowing the individual 
to feel in control when telling his life story. 
Assumption II. Biological aspects of aging do not have to mean poor quality 
of life, or limit interaction with others in society. 
The experience of aging with a chronic disability does not intrinsically 
mean pain, dependence upon others, or poor quality of life. Successful aging 
with a disability can be facilitated by managing elements, which can be harmful 
and learning to deal with biological changes that can be life altering. Education 
can facilitate quality of life through planning and taking preventative action. 
Determining what is important to the individual who is aging with a disability 
through qualitative research including listening to life narratives,' conducting focus 
groups, and developing other research tools, can facilitate social interaction and 
development of a support system (Morgan, 1988). Understanding comes from 
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walking in another's shoes. One way to approximate this is to perform qualitative 
research in the context of the individual's environment, which includes family, 
friends, and community. 
Assumption Ill. Personal choice, the opportunity to accept or decline 
participation or interaction, is empowering. 
Empowerment is defined as being self-assured enough to share or 
withhold one's own thoughts or actions with peers, in social settings, or in any 
other circumstance. When an individual is limited from participation due to 
physical or financial constraints, isolation and a decline in meaningful aging may 
occur. Qualitative research, including listening to the life stories of individuals and 
conducting focus groups that provide an arena for discussion and learning, can 
add to a growing body of knowledge about aging and about self. 
Assumption IV. Meaningful interactions and meeting one's potential for 
accomplishment can be achieved while aging with a disability. 
The individual's potential can be suffocated or facilitated. Qualitative 
research can help determine needs anticipated and benefits achieved by 
managing one's disability, for example conserving energy, protecting skin 
integrity, managing upper extremity use so that further disability will not occur, as 
well as by building a support network. Purposeful interaction may not occur if the 
individual is limited by disability, mobility, environmental or societal constraints. 
Qualitative research can identify possible choices for the individual, expanding 
opportunities to interact successfully in the environment. 
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Conclusion 
Aging with a chronic disability is an under-examined topic. Before the 
population aging with a chronic disability can be aided in the adaptation 
process, needs must first be identified through qualitative research and 
listening to the story of these individuals. For successful adaptation to occur, 
active participation, environmental challenge, integration of learning and self-
reinforcement must occur. Certainly, the environmental challenge exists. It is 
perhaps even more challenging for the therapist acting as an agent of the 
environment, to engage the individual in active participation so that adaptation 
may occur. The study of those aging with a chronic disability is an exciting 
frontier to explore having the potential to add to the occupational therapy 
knowledge base as an organized body of knowledge. With qualitative 
research there is much potential for those telling their stories to learn from the 
telling, for those hearing the stories to have a better understanding, and for all 
persons who have a disability to benefit from what others have learned. Until 
the stories of survivors aging with a disability are heard, answers to the 
"Why?" and "How?" of successful aging with a disability may be unattainable. 
Knowledge gained from using qualitative research methods can improve the 
quality of life of many individuals who are aging with a long-term disability-to 
empower their unheard voices. 
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CHAPTER IV 
AGING WITH A LONG-TERM DISABILITY: VOICES HEARD. 
Introduction 
It is rare to find qualitative research that chronicles the life narrative or 
story of the individual aging with a chronic condition. Conversely, there is a large 
body of quantitative research addressing the aging of persons with spinal cord 
injuries (SCI). Research regarding persons aging with a history of surviving 
poliomyelitis and perhaps now dealing with post polio syndrome (PPS) is also 
found in the literature; however, it is mostly concerned with reporting a historical 
perspective of the disease or it late effects. Aging with a Long-term Disability: 
Voices Unheard (Wiley, in press) contains a literature synthesis documenting the 
sparse qualitative research to date. This study will add to the body of qualitative 
research concerning persons aging with a long-term disability, a population that 
is increasing as is the population of the aged in general (Seelman, 1999). 
Qualitative Research and the Life Naffative 
Qualitative research has the potential to yield rich narrative (Strauss and 
Corbin, 1990) which, in turn, can yield answers to questions regarding an 
individual's adaptation or maladaptation in meeting life challenges as they age. 
The narrative or life story holds the threads, which unraveled, can aid in 
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identification of trends and patterns of adaptation. Spencer, Davidson, and White 
(1996) make the point of the future connected to the past and of past 
experiences affecting the way change and adaptation occur in an individual's life. 
Csikszentmihalyi (1990) speaks of extricating patterns from historical narratives 
or from one's own life narrative to elicit meaning and aid in producing ordered 
thinking. 
Pennebaker (2000) found that the narrative process was critical in gaining 
understanding, and that understanding helps persons when they encounter 
similar circumstances. Also, Pennebaker (2000) has shown that the telling of a 
narrative or life story can result in measurable mental or physical health 
improvement. In addition, persons can achieve satisfaction and affirmation in the 
telling of their life story (Spencer, Davidson, and White, 1996; Taylor and 
McGruder, 1996). Osborne (2002) contends that stories, shared or heard, are 
necessary tools for health care communication. 
Purpose 
This presentation of case studies and cross-case analyses offers 
heretofore rarely documented views of the life history of individuals aging with a 
long-term disability and chronicles the life span of adaptation that has taken 
place in their environment. Persons telfing their life story can potentially learn 
from an analysis of past person-environment interactions; as a result, they can 
make necessary adjustments to age more successfully with a long-term 
disability. Also, other persons aging with a chronic disability can learn from 
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hearing peer's stories; and those individuals with a new disability such as SCI 
can gain insight by hearing the experiences of others. In addition, by listening to 
the life stories of their patients with chronic disabilities, health-care practitioners 
can gain insight into patterns of responses to problems and better assist the 
individual aging with a long-term disability achieve occupational adaptation. 
Literature Review 
It is significant that we are seeing an increase in numbers of aging adults; 
included in these numbers are persons with chronic disabilities (Campbell, 1996; 
McNeil, 1997a). Persons with SCI are living longer but still do not have the 
longevity of their aging counterparts who are not aging with a chronic disability 
(McNeil, 1997b ). Persons who had poliomyelitis and now are perhaps dealing 
with PPS also comprise a group of survivors who are aging with a chronic 
disability. They are burdened with a new disability in their aging years, when they 
thought they had conquered one disability. Aging with a disability is frequently 
accompanied by additional problems that cause limitations or lifestyle changes. 
Persons with SCI may experience repetitive injuries, weakness, 
decreased activity tolerance, increase in infections, pressure sores, and the need 
for making adjustments in work, leisure, and social activities (Gerhart, Bergstrom, 
Charlifue, Menter, and Whiteneck, 1993). Poliomyelitis survivors may experience 
the normal aging process plus the added disability of PPS (Crewe, 1990). PPS 
appears to have a greater effect on areas of the body that were initially affected 
by the disease (Jubelt, 2000; National Institutes of Health, 1996). Muscle aches 
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and pains, poor endurance, fatigue, weakness, respiratory problems, and 
swallowing problems may occur (Agre, and Rodriquez, 2002). Also, a decline in 
the ability to perform functional activities such as walking, climbing stairs, or 
propelling a wheelchair may result. Everyday activities can become very difficult, 
such as coping with job requirements, caring for a home, or grocery shopping. 
For a person aging with a chronic disability to cope successfully with changes 
due to aging, adaptation to particular life events and circumstances must occur 
(Ellis, 1991; Schieman and Turner, 1998). 
Occupational Adaptation Frame of Reference 
Schkade and Schultz (1992) and Schultz and Schkade (1992) have 
documented the process of occupational adaptation which occurs in order to 
achieve mastery. Occupational adaptation occurs when the individual, in the 
context of their physical, social, and cultural environment, produces a response 
to an occupational challenge that is adaptive. The individual responds to what is 
occurring in his or her life and makes adjustments according to the demand of 
the environment for mastery and the person's internal desire for mastery. 
Responses may result in a positive outcome or adaptation, or a negative 
outcome or maladaptation. Faced with an environmental challenge, the 
individual's response to the challenge occurs; this response could be positive or 
negative or no response at all. When a positive response is added to the 
individual's repertoire of coping mechanisms, it can be called up to aid in similar 
circumstances. 
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An unsuccessful response will hopefully lead to another way of handling 
the challenge and eventually result in the occurrence of occupational adaptation. 
The individual problem solves a way to compensate, accommodate, or change 
behaviors or the environment, which can lead to accomplishment of the task-at-
hand. It is also possible that the individual may continue to use old techniques 
that were successful in the past, or were perhaps unsuccessful but have the 
comfort of familiarity, or the person may give up from frustration. The scope of 
the research reported here will examine ways of adapting to significant 
circumstances in the respondents' lives conveyed through the telling of their life 
stories. 
Methods 
Research Design and Participants 
The study was qualitative by design, using case study methodology. The 
research plan was approved by a university Interdisciplinary Review Board (see 
Appendix A). The plan included an initial and follow-up interview with each 
participant. There were six participants, one of whom was interviewed initially for 
a class project prior to a follow-up interview with that individual and prior to the 
other participants' initial and follow-up interviews. Participants were chosen to be 
a sampling of persons aging with a chronic disability; the study included 3 
participants with SCI and 3 participants with a history of poliomyelitis with or 
without symptoms of PPS. In addition, it was required that the indivjduals be at 
least 20 years post SCI or post contracting poliomyelitis and willing to participate 
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in an initial and a follow-up interview. Participants were recruited by referrals 
received from colleagues of the researcher. 
Procedure 
Interviews took place at the participant's home or work site. A semi-
structured interview format was used to aid in guiding the interviews. The initial 
interview questions used with the first participant are in Figure 1. The revised set 
of questions used with subsequent participants in their initial interviews is in 
Figure 2. The combined time spent for initial and follow-up interviews totaled from 
two to four hours per participant. The interviews were audio-taped and field notes 
were taken. The follow-up interviews took place after a review of the initial 
recordings and transcriptions with follow-up questions derived from the initia1 
interviews. Recorded data was transcribed verbatim with participant's names 
omitted and place names disguised. Access to the transcriptions was limited to 
the researcher, committee chair, transcriber, particular participant, and two peer 
reviewers. 
Member checks were conducted by supplying each participant a copy of 
their transcript and by affirmation in follow-up interviews. Two peer reviewers, 
both occupational therapy faculty members at major universities, reviewed a 
sample of transcriptions from the interviews and communicated with the 
researcher regarding agreement with themes identified. 
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Figure 1 
Initial Interview. semi-structured format. first subject interview 
1. How were you injured? 
2. What prepared you to cope with your injury-upbringing, internal 
motivation ... ? 
3. How important was education in your coping-from medical perspective, 
rehabilitation, from books, from journals, from Hfe experience-your own 
and shared information from others ... ? 
4. Why do the statistics continue to be so low for survival of persons with 
spinal cord injuries? 
5. What do you feel contributes to the high suicide rate for persons with 
spinal cord injuries? 
6. What barriers, both social and environmental, were in place when you 
were first beginning to cope with your injury? 
7. What barriers exist today? 
8. Does the media (in general) adequately address issues of aging with a 
disability? 
9. What constitutes a "typical day" for you? What "aging factors" make life 
more difficult for you? 
10. How are you coping with aging? 
11 . What support groups are important to you formally and family, friends ... ? 
12. Are physicians available to you that understand aging with a disability? 
13. Have you been treated fairly--judged on your abilities, in the work 
setting? 
14. What are your frustrations regarding your life tasks, roles, as you grow 
older? 
15. Have you had turning points in your life and could you share them? 
16. Are conditions more conducive to a supportive environment (physical, 
social, cultural) than they were when you were newly injured? Why or 
why not? 
17. Has a particular person or persons been available as a mentor or been 
supportive to you and instrumental in your well-being? 
18. What do you see as needs to be met in support of those aging with a 
disability regarding the following: 
Wetlness ... Prevention ... Education ... Research ... Support groups ... 
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Figure 2 
Initial Interview. revised: Semi-structured Format 
Re: Life Story 
At what age were you faced with spinal cord injury/polio; how old are you now? 
How do you feel you have been impacted by your injury or disease? Will you 
share any turning points in your life? Do you feel you have been successful in 
coping with your injury or illness? 
Re: coping with injury/disease and aging 
Describe a typical day. 
Are your roles in life affected by the combination of chronic disability and aging? 
When you initially were dealing with your injury or disease process-did you give 
any thought to your future. 
Re: Support System 
What has been your experience with the medical profession through the years 
since your injury/illness? Are physicians/health care professionals available to 
you who understand your injury/illness and also aging with a chronic disability? 
How did you go about learning about your injury/illness-formally, through life 
experience, sharing with others ... ? 
Have you had a person or persons, or a particular group who have been 
supportive through the years since your initial injury/disease? 
Re: Barriers to coping, past and present 
Do you feel you have had barriers to coping with disability or illness? 
If you have experienced or are experiencing the effects of barriers, are there 
more or fewer barriers to coping today than previously (in years past)? 
Is it easier of harder to cope now than when you were younger? 
Re: sharing of life lessons to aid others 
What advice would you give others today who are newly injured or newly dealing 
with post-polio syndrome? 
What advice would you give your peers who are dealing with aging with a chronic 
disability? 
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Data Analysis 
Grounded theory methods using open coding were used to code the 
interview transcriptions. Transcriptions were coded initially sentence-by-
sentence; following the identification of emerging themes or concepts the coding 
was conducted by paragraphs. Meaningful code notes were written on note cards 
and grouped according to themes. A sampling of the information gleaned from 
the interviews regarding the participant's course of illness or injury and their 
school/work history was compiled into an individual profile on each participant. 
Then tables were developed for each category that emerged from the 
transcriptions to allow a side-by-side comparison of themes across participants. 
Participant Profiles 
John, who was fifty-two at the time of his initial interview, is a survivor of 
spinal cord injury of thirty plus years. He was celebrating his eighteenth birthday 
the day before he was to report for boot camp and probable deployment to Viet 
Nam, when he slipped on a wet deck and went headfirst into two feet of water. 
John sustained a C6-C7 compression fracture resulting in an incomplete spinal 
cord injury (SCI) with sparing C8-T1 function. "Rehab techniques and knowledge 
of SCI were minimal at best in 1967; I felt lucky to have one of the top 
neurosurgeons. I had one of the first anterior fusions in the United States." John 
stated " ... on the down side, there were no rehabs and I went home from the 
hospital after 6 weeks; in retrospect, I had no one telling me I couldn't so I tried to 
do everything." John's physical and occupational therapy continued for 3 months 
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on an out-patient basis and then "it got to where they didn't have enough 
dumbbell weights ... and they said there is nothing more we can do-get on with 
life." 
John obtained a degree and graduate degree and on the way became a 
world-class wheelchair athlete, setting 5 world records. In 1987 while preparing for 
the Paralympics, he was sidelined when he temporarily lost the use of his right 
arm and was retired from his athletic career by his doctor due to syringomyelia. 
At the time of his initial interview, John was balancing two jobs as coach of a 
university wheelchair basketball team and Director of the Office for students with 
Disibilities/Americians with Disabilities (ADA) Coordinator. 
John shared : 
You feel like a pioneer in many aspects of your life just figuring out a way 
to do it or come to a point to say that's not going to happen. The beauty of 
that is the challenge, the adventure. Is it going to be that way at 50, 60, or 
70? I don't think so; I think it becomes a hassle. 
Clark, 48 years old, was injured playing footbaU while he was a junior in 
college. His SCI was at the C4, C5, and C6 spinal cord levels and left him with 
quadriplegia. 
In the beginning, I could move nothing from the shoulders down. Over 
these last 28 years, I've regained 'good' function in my upper body, 
although, even today I still only have wrist extension, no wrist flexion, and 
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no finger movement. I have strong biceps, strong shoulders, weak triceps, 
and some abdominal function. 
He received the standard treatment for SCI until 1978 when support from 
his family and community enabled him to travel to the Soviet Union for 
innovative, aggressive therapy for his injury. "They addressed regeneration and 
stimulation of the spinal cord versus the passive model of rehabilitation that I had 
undergone in the United States." Over a period of 2 years and 3 months in the 
Soviet Union, Clark received a series of drug injections and then continued 
similar treatment in the United States. He had hyperbaric oxygen treatments, and 
a physical therapy program that was "conducted with me standing rather than 
sitting in a wheelchair or lying on a mat.. .. Things were done with me in an 
upright position." Clark believes the improvement he has experienced since 1978 
is largely due to the innovative, progressive treatment he received, and the 
physical therapy program he designed and follows faithfully. "I've fathered two 
children and my feeling and sensation and motor function are much better." 
Clark and his family, in response to support from his community and to the 
deluge of questions others with SCI's had for him following his return from the 
Soviet Union, established a foundation dedicated to spinal cord research and 
also to providing direct support to persons with SCI's. Throughout the ensuing 
years, Clark has been a spokesperson for aggressive, innovative treatment for 
SCI directed toward a cure. He has had the opportunity to work on state and 
national disability policy as well as traveling around the world advocating 
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research to find a cure for SCI. At this writing, the foundation Clark and his 
parents started has had to close its doors, and he is pursuing other avenues to 
support his family. 
At the time of his initial interview, Fred was 51 years old. His father died 
when he was nine years old. "Mom worked and after we got old enough we [Fred 
and his two brothers] worked to help out." After high school, he attended a junior 
college intending to major in a biology-related field. He had to drop out when he 
was arrested on a school break with "a couple of joints in my pocket." He worked 
as a sheet metal mechanic for 9 years and had just recently changed jobs when 
he was injured at age 27. 
I was driving a truck around the yard parking trailers and somebody 
wanted me to get a forklift unstuck. It was high-centered on some railroad 
tracks, so they came and got me. I was looking for a place to put a chain 
on it.. .the brakes went out on the truck and it rolled down and pinned me 
up against the forklift. 
Fred's injury was at the T10 level of his spinal cord. He was in the hospital 
in a large city for 6 to 7 weeks and then went to a rehab hospital in a nearby city 
for 3months. After a month at home, he went to a rehab center in a bordering 
state for about six months. 
After his hospitalizations, Fred worked for a company for a year computing 
real estate taxes. He has held no other jobs since his injury. "I took a lot of 
training, but 1 was never able to find a job." Fred went to a junior college with the 
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state rehabilitation commission's help and graduated with an associate's degree 
in medical technology. When he couldn't find a job, he attended a university to 
work on a four-year degree. When rehabilitation commission funds were 
depleted, he quit college, "lacking seven hours of Spanish" for degree 
completion. When Fred again was unable to find a job, he took technical 
computer programming courses. "I couldn't get hired there either; I went to 
several employment agencies. They would never even call me back. I tried a lot 
on my own .... I took courses on how to get people to hire me." Fred's face 
reflected the feelings of rejection he had experienced as he shared, "I've always 
wanted to pull my own weight and everything. I felt I had a lot to offer." 
Ben was born in Sierra Leon, West Africa. He was 48 at the time of his 
first interview, almost 45 years after he had contracted poliomyelitis. His father 
took him to England at age 4, after the acute phase of his illness passed, where 
he spent his formative years receiving his education and therapy. He initially was 
at a hospital and then attended a craft school where he got medical treatments 
as well as schooling. "[That's] the school where I grew up and that's really where 
all my memories are from. It was a boarding school for kids with disabilities." 
The craft school had "lots of limiting and negative traditions associated 
with it. ... " Ben shared that at that time, people with disabilities were not 
expected to be able to accomplish much. "When I took my 11 pluses they 
found out 1 was bright, so along with some others they streamed us and 
started getting in some better teachers for us." Ben was active in sports in 
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school. "School rules were 'no wheelchairs, ' I walked on braces and 
crutches." At the end they, "relaxed a bit and got some chairs and we were 
doing some chair sport type of activities." 
Ben graduated from the craft school at age 16, but "There was no horizon, 
I ended up going to a college of further education [similar to a junior college] for 
kids with disabilities." While there, he sought out help to learn to play wheelchair 
basketball by calling up one of the players he saw on television. Ben stated, "My 
interest in wheelchair basketball got more and more and my interest in my 
studies less and less." After graduating from a college of further education, he 
was accepted and attended a university and majored in accounting. "I was 
playing for the Great Britain National Team the week before the big finals." Ben 
graduated after barely passing his exams and then worked for two years as an 
apprentice accountant. He failed his second year exams and decided accounting 
was not for him. "I spent three years out of work practicing wheelchair basketball 
trying to come over to the United States." Ben was "on the dole" during those 
three years, "partied a lot, practiced a lot. " 
When he came over to the United States, "I got blacker and I got smarter, 
race being more of an issue here." He took a second undergraduate degree in 
physical education at a university where he was recruited to play wheelchair 
basketball. After graduation another university, "recruited me to take my master's 
degree." He got his PhD at the same university. " ... and I finally felt wow, O.K. 
maybe 1 am [smart), when I finished my oral exams with distinction." His 
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participation at wheelchair basketball ended two years ago due to "overuse 
injuries." He continues to be involved with a professional wheelchair basketball 
team and is a tenure track, university professor. 
Sara, age 53, began her story by telling of her illness. In 1952, shortly 
before her second birthday, she became paralyzed from the waist down. The 
doctors gave her parents a poor prognosis saying that she would never walk 
although she might be able to sit up in bed; and she would have no bowel and 
bladder control. "I was an only child, an only grandchild , and I lived in a house 
with five adults. When I say over-protective I mean over-protective!" She talked 
about the therapy she received as a child: 
I went to many physical therapists when I was younger. 
I think around the age of 4 or 5 they did take me to a 
physiatrist at a medical center. I started my treatment there. 
I went to a physiatrist through my elementary school days, 
and to daily therapy through junior high. I wore a short-leg 
brace in junior high; in high school, I didn't wear a brace. 
Sara's rehab included several surgeries in the summers between school 
years. "I had a tendon removed in my foot, a tendon transplant in my calf, and 
had my leg broken and turned." She also, "had partial stabilization of my ankle 
and plastic surgery for a calf implant, all before I got to high school. Basically my 
greatest residual [deficit] is in my right leg." Growing up, Sara said that her 
mother insisted that she take all kinds of lessons: piano, art, singing, drama, 
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horseback riding , and swimming lessons. She was an art major in college, and 
enjoyed graphic design, writing, and painting. After graduating and while working 
for a museum foundation in a southern city, she was asked to work in a 
marketing position for a transitional living community for persons needing 
rehabilitation . That job led to her being hired as the Director of Marketing for a 
rehabilitation center in a large southwestern city. "I don't really feel like I have a 
disability. I've never been treated like that--my friends have never treated me like 
that." 
Mary was seventy-six years old at her initial interview. She shared the 
history of her illness: 
They called it infantile paralysis then .... I was 9 months old and we 
lived on a farm. They thought I had pneumonia, but after I got better 
Mother knew ... you know how you hold a child up like that, and my legs 
were paralyzed. 
In 1929 when she was almost 3 years old, Mary's parents took her to a hospital 
in her home state that treated children with poliomyelitis. She, "came home with a 
brace and a little corset" after a two month stay. Mary's family moved to an 
adjoining state when Mary was 5 or 6 . "I had to go to a hospital for crippled 
children there and have surgery on my hip and knee. I think that was the time I 
stayed almost a year." Mary had to go back for an upper body brace a couple of 
years later when she was around age 8. The family moved back to her home 
state in 1939 when Mary was 12. "That's when I had my spinal fusion ... they put 
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this big body cast on, it was called a turn-buckle; I would have to say that was a 
bit scary." Mary shared, "I was in bed 20 months ... the last time I was there was in 
1943 for a short time, then I got up to walking with crutches." 
Mary's schooling was in the regular classroom until she went to a pilot 
classroom for children with disabilities for, " ... a year and a half, then the school 
board could see that it worked so they made us a classroom at an elementary 
school." Mary attended high school, managing to get around in her wheelchair, 
and "my classmates would carry me up and down the stairs." Mary graduated 
from high school in 1946; "I went to summer school and then one of my teachers 
tutored me." After high school, Mary " .. . went to college and that's where I met my 
husband." 
Mary has endured a great deal in her seventy-six years, including losing 
her husband to cancer in the past year. "I've always had a purpose-first ... to get 
out of the hospital, second to go to school. I wanted to get married and have a 
child. I was a good wife and mother and all that stuff. Now I don't really see a 
great purpose." 
Themes Across Case-studies 
These themes emerged during the coding process. The themes included: 
1) Influence of social and family relationships, 2) Disability issues, 3) Medical 
community, 4) Perspectives of self and adaptive strategies, 5) Aging and well-
being, and 6) Life Lessons learned. A cross-case study for each theme identifies 
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similarities and differences among the participants' narratives. (See Table 1. for 
participant demographics). 
Influence of social and family relationships. "My support system is my 
dog." (John) 
Various ways of the influence of family and friends were shared by the 
participants. John remembered his Dad's message, "Do what you want to do and 
be what you want to be." as keeping him "very positive and growing." However, 
when John went back home from rehab, he soon knew, "I had to move ... I was 
never going to succeed independently as long as Mom and Dad remembered 
Johnny, the linebacker, and how tragic it was [SCI]." 
Clark, the only participant who is married, has two young sons. His 
parents were instrumental in helping him receive innovative treatment after his 
injury and remain supportive of his efforts. They are no less an inspiration to him 
now than when he was growing up. 
Fred, in contrast to the other participants, had a very short-lived childhood; 
he was only 9 years old when his father died. He and his brothers worked to help 
his mother support the family after his father's death. Fred does not have a 
particularly close relationship with his brothers. Of the six participants, he is the 
only one who did not share a positive experience or memory of his family that 
could help him in hard times. 
Ben did not grow up in his parent's home after he contracted poliomyelitis. 
Yet, he shared, "I had the wonderful privilege of having my parents be the icons 
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they should be. My father ... was probably the most instrumental person in my life. " 
Ben felt placement in the craft school was a sacrifice his parents made so that he 
could have the best opportunity to succeed in life. 
Sara grew up with her parents and extended family under the same roof. "I 
had a group of parents that said, 'You can do anything you want to do, go try it' ... 
. ... another group [Aunt and Uncle] that was fearful for me to try things." Sara 
stated, "I don't know how other parents reacted but they weren't going to accept 
that [never be able to walk] prognosis." 
Mary related that, "I've always been greatly loved by my family-five are 
dead now ... mother is alive, she is 99 ... . [She is my] biggest influence ... admire 
her more than anyone." Like Ben, she sees her parents' separation from her 
while she was hospitalized as a sacrifice they made so that she could be as 
healthy as possible. "It broke their hearts to put me in the hospital. .. bravest thing 
they did ... absolutely." 
Although the participants all came from traditional families, the success 
rate for lasting relationships with significant others has been about half and half 
for the group." John, Ben, and Fred, have not been fortunate in sustaining 
relationships. John reported, "I've had two failed relationships." 
Ben shared that his relationships have not been long lasting [two to three 
months to a year]. " ... start out as the hero and end up the villain." Fred moved 
from home with his mom into an apartment with a "girl that was a quadriplegic" 
when he was in college (1984). They were together about a year and then 
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purchased a home together. They lived together "a couple of years" before she 
suddenly moved out of state. Clark is the only participant who is married. He and 
his wife have two sons. Sara is presently in a caring relationship, "I'd rather be in 
no relationship than a bad one; I've experienced that too. Now I've got someone 
really great and he's very nice to me. Mary was married for over fifty years and is 
now adapting to living alone. 
Disability issues. "Does he take sugar?" (Ben) 
The participants shared instances of discrimination and the ways it has 
affected them. John related an event that is not uncommon for him to experience, 
" ... see a kid fascinated by the chair, Mom says 'Don't look!' ... boy what a set of 
emotions that sets off! .. . . It's fear of the unknown, people don't know so they 
fear the worst!" When an incident like that occurs, John makes a point of 
speaking to the child and perhaps taking them for a ride on his lap while "popping 
a few whee lies" along the way. 
"The only time I feel disabled is when something like that happens," said 
Clark. He was referring to an incident that occurred when he tried to ask for 
assistance to get up a ramp too steep for him to tackle alone. He started to ask a 
lady for assistance and before he could get the question out she blurted, "I don't 
have any money for you!" Clark said he was devastated, "I'll never forget that." 
Fred shared, "I'll go to a restaurant. I took a girl from college and the 
waitress said, 'Well, does he sit at a regular table or will he just sit in his chair?' 
... it made me feel pretty small." Fred went on to say, "[It] seems like almost all the 
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handicap that I have [experienced] has been peoples' attitudes. Almost any 
physical handicap I've been able to overcome." Fred is the only participant who 
has felt discriminated against when trying to find employment. "They'd see my 
wheelchair or I'd tell them on the phone I had a chair and they'd say, 'I don't think 
we have anything right now'." 
In England, during his middle school education, Ben recalled seeing a 
program about disability issues entitled, "Does he take sugar?" He explained that 
in England at that time (1978), when you visited someone's house, it was, "Do 
you want milk and sugar in your tea?" If the person with a disability was with 
someone who walked, the question was asked of the able-bodied person, "Does 
he take sugar?" He further stated, "That's what got me into the craft school-the 
perception that people with disabilities were incapable .... That's [crafts) all we 
were good for." Ironically, while still attending the craft school, Ben was 
introduced to wheelchair basketball marking a definite turning point in his life. 
Ben, Sara, and Mary, having contracted poliomyelitis at ages three and a 
half years, nine months, and two years, respectively, have no memory of being 
able-bodied. Ben shares, "I can't even think of myself without a disability ... this is 
my reality, this is my life. I know nothing else." Ben further stated, "The largest 
barrier I encountered in general [at college in England) was [regarding] social 
interaction." Able-bodied persons parking in handicap parking areas is an issue 
with Clark and Ben. Ben shared, with a bit of anger and frustration in his voice, 
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" ... only problem I have now with accessibility is able-bodied people using 
accessible resources ... one of the biggest dysfunctions in my life." 
Sara said regarding disability, "It was something I always had to do; 1 don't 
remember having it any other way. " She has felt reverse discrimination because 
her disability is not noticeable until you see her walk, "People will say to me 'Why 
are you in that [parking] space?' .... I lift up my leg and say I wear a brace and 
walk with a limp and I have polio. How much more disabled do you want me to 
be!" In contrast to Fred, Sara said, "I don't think anybody has given me any 
breaks because of it [disability], nor do I think I've ever been discriminated 
against because of it. " 
Despite the negatives of disability that the participants shared, all but Fred 
found some positive aspects. John stated that he probably would have taken a 
very different direction in life without a disability. He came from a heritage of 
blue-collar workers and he is the first from his family to go to college; yet, he has, 
"been around the world and shaken hands with Presidents. I do think it [disability] 
makes you an overachiever. In a way that's good .. . you achieve something each 
day and add to your capabilities." Clark related that, "[because of disability] 
... realize things about myself I wouldn 't have realized ... opportunity to do things 
with my life to affect others that I wouldn't have had in my other career 
[athletics]. " 
Sara said about her disability, "I almost think it was a blessing. I didn't 
have anything taken away from me. It was something that was always a part of 
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me so I just learned to do what I had to do to get by, just like everyone else. " 
Mary shared, I can think of nothing that's been real bad. I always wanted to do 
anything I possibly could. I've always been extremely independent. " In contrast, 
Fred stated , "I feel like society has pigeon-holed me. 1 don't really have any 
choice about where my life goes." 
Medical community. "I've always tried to stay away from doctors." (Fred) 
Lack of trust in the medical community is interlaced within this theme. In 
the late 1960's when John was injured, persons were just beginning to survive 
SCis. The first night John was in the hospital following his injury he overheard his 
doctor say, "We'll take a look at him in the morning if he's still alive." Now, he 
feels that he knows his own body and has a doctor that will treat him with the 
medications that he knows work for him. John feels that, "Unless you live in that 
medical-rehab connection, every new doctor you see you have to reeducate .... 
They are starting from ground zero ... unless their background is in SCI's it's really 
a waste of time. " John would like to see the medical profession be more 
proactive regarding prevention of problems arising from the ramifications of SCI. 
Clark's vocation has been to encourage the medical community, "to 
commit themselves to a cure being the ultimate outcome of rehabilitation and of 
medicine-not simply life in a wheelchair." His working life since his injury has 
been devoted to enlisting others to help find a cure for SCI, getting donations for 
SCI research, and helping others with SCI get their immediate needs met. 
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Fred, as does John, lacks faith in the medical profession, "I hate to go to 
them, I've just seen too much of them I guess .... Rehab doctors just try to run 
you through there ... doesn't seem to be that helpful." Also, Fred shared that he 
had not had a medical re-evaluation in a long time and that he constantly battles 
with his insurance company regarding getting the supplies he needs plus slow 
payment of his medical bills. 
Ben stated that he had seen so many doctors growing up that he has 
avoided them in his adult years. "The last place we want to go is to the doctor. I 
don't like them. I don't have one," shared Ben. 
Both Sara and Mary endured numerous surgeries as they were growing 
up. They are now coping with the effects of PPS, including extreme fatigue and 
muscle pain. Both found out about PPS on their own; Mary "through an 
informational bulletin that came in the mail, " and Sara, " ... didn't go to anybody to 
tell me about it. .. " but found facts on her own. Mary felt she had gotten "fantastic 
care" which included numerous operations as she was growing up and a recent 
rehab stay for the repair of a fractured hip sustained in a fall at her home. Sara 
has been told by a physician who treats persons with PPS, " .. . you'll never get 
any better, you 're only going to get worse." 
Perspectives of self and adaptive strategies. "You can't ever punt, you 
don't have that option in life." (Clark) 
Part of knowing an individual is learning how they have dealt with various 
challenges in their lives and how, through trial and error, they have developed an 
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adaptive strategy that serves them effectively in similar circumstances. The 
strategy becomes a part of their repertoire of adaptive responses (Spencer, 
Davidson, and White, 1996). 
John, " ... always thought things through for myself .. . . Because you know 
what you can and can't do and what's comfortable and what's not for yourself." I 
figured out ways to do things on my own." John's work ethic has been to work 
twice as hard as the able-bodied to avoid his chancellor expecting less of him, 
"because I'm a disabled person." He became coach of world championship 
wheelchair basketball teams by using his ways of adapting. "I came up bouncing 
a ball and that is how you do it in a chair and we [I] figured things out and got 
good at it. " Despite his many personal accomplishments, he is proudest that his 
students have a 98% graduation rate and that all are productive, contributing 
citizens. He helps them "figure things out." 
Clark, with his background in athletics shared that, "coaches taught me 
the price of success ... sacrificing as far as the physical conditioning and the 
physical punishment...commitment to success ... learn discipline, self-sacrifice, 
and teamwork-qualities that can help you overcome challenges later on in your 
life." He is a modest person, he "doesn't expect anybody to remember who I 
am-it doesn't get me any brownie points around the house," and has always 
found it hard to talk about himself because "there are hardly any circumstances 
in my life where whatever has happened is totally because of me." He has served 
on many state and national committees and " ... was lucky enough to ... work on 
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drafting the original language of the ADA. .. gave it its name ... . That's our 
responsibility in life .. . to give back to community and country." 
Fred also had a measure of success in athletics, lettering in track and field 
in college, " ... everything went really good [in college], and I was in really great 
shape ... exercising a lot and being real healthy. I had relationships and it looked 
like I had a career going on. It's [been] a real letdown after that." 
Fred's feels his efforts at finding a job were thwarted because of his 
disability. He has been unemployed most of the time since his SCI. "I don't want 
to be treated like a charity case. I didn't want to work anyplace they didn't want 
me." His coping methods now are to, "be around other people with similar 
situations, you don't feel so all alone," staying up late watching television, having 
people over, or going somewhere. He enjoys playing pool and plays on a bowling 
league. He reports that he has "felt like not going on ... tried to cope the best I 
could. Some days are better than others ... some days I get depressed ... tell myself 
some platitudes." Of all the participants, Fred is the only one who does not have 
a successful career, and the only one who does not have a repertoire of coping 
skills to fall back on when "one door is closed." 
When Ben came to the United States he began to think, "why not do 
something where your disability advantages you?" which led to one of his present 
roles as a professor at a university. Ben blossomed academically when his 
professors showed faith in his abilities and he began to see himself as capable. 
His coping skills are based on his own ways of "getting a feel for it." Ben also 
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admits that some of his ways of coping include, "packing drinks," isolating 
himself, and trying to deal with depression on his own. His personal philosophy is 
to, "Enjoy yourself as long as you can as long as you're not hurting other people." 
By contrast, he shared his mission in life not unlike Clark's, "We all have a certain 
obligation whether we accept it or not, and for me, it's changing the lives of 
people with disabilities." 
Sara has a, "can do" attitude, a strong faith, and sees good coming from 
every problem in life. She sees life as an adventure, as do Clark and John. One 
example of her flexibility or far-sightedness is that she has a plan to modify her 
job requirements should they become too difficult to perform. Sara admits to 
working and playing hard, and feels she leads a balanced life. 
Mary, " ... never wore myself out thinking about what I could not do ... l would 
figure out something to do [during hospitalizations]." Her collection of coping 
skills includes, "finding a way around it [barriers]. " Mary's mother always spoke of 
the future in a positive way, and that spilled over into Mary's ways of coping. 
Mary is from the generation of women who believed it was their role to serve 
others; now, Mary feels she is without a purpose and longs to help others in 
some way. She loves to visit with her mother and her family, sew, and do 
needlework, and she takes care of her house. 
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Aging and well-being. "It's hard to accept the fact that the only thing we're 
sure of is change." (Sara) 
Each participant has their own particular way of dealing with their issues of 
aging and wellness. John definitely identifies effects on his health and wellness 
that he attributes to aging with a chronic disability. He, out of all the participants, 
seems to have the most insight into issues of aging. Because the initial interview 
with John occurred almost 3 years prior to the follow-up interview, he had the 
opportunity to make some adjustments in his health habits in response to 
problems he identified as due to aging. 
I'm down to a quarter pack of cigarettes a day... . When I try to quit 
smoking my blood pressure goes down so much that it's a problem .... 
. . . down to 2-3 cups of coffee a day from 28-30 [which he drank to keep 
himself warm and alert]. I'm not backing down [from life] so I can 
potentially be healthier! 
John related other changes he has made including fewer job duties and 
shorter hours--he is now full-time wheelchair basketball coach and women's 
tennis coach. Nutrition has never been a priority with John; he eats one meal a 
day in the evening when he feeds his dog. Other ways of managing at home 
include keeping his house very warm, lying down on the weekends, and using a 
heated waterbed to help him stay warm. He feels future adjustments will be 
necessary to preserve a functional level. Fishing and taking his boat out [by 
himseln have become, "more draining and a hassle than relaxing. " 
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Partly because of the effects of aging he observes in his own life and 
partly because of his role as a coach and educator, John has put a lot of thought 
into the ramifications of aging with a SCI. He wants the medical community to 
address issues concerning aging with a long-term disability and he admonishes 
them to, "look at the total picture and see the person, not the condition. " He 
would like to see researchers provide some guidelines for SCI, " ... what to expect 
10, 20, 30 years" post injury. Also, John would like to have a role in promoting 
prevention of SCI 's, establishing wheelchair basketball teams in the elementary 
and secondary school systems, and educating to prevent overuse injuries. "Let 
me do what I do best.. .let me go motivate." 
Fred sees some age-appropriate changes that are not disability related 
such as needing to wear glasses to read, but he also reports not healing as well 
as he used to, having aching joints, and sore shoulders. He "eats once a 
day .. . once in a while a nutritious meal. .. drink[s] a gallon of water a day. " His 
vision of the future is, "The same old thing over and over .. . don't have any plans 
or goals or anything ." He views the future as, "kind of dismal, it'll just be the same 
thing ... less and less able to take care of myself. I always prided myself on being 
self-reliant. " Fred seems to be existing and trying to, "do the best I can" with no 
thought to prevention of problems as he ages. 
Clark has always watched his weight and eats healthy meals. He states, 
"It takes discipline but 1 was taught all that." Along with good nutrition, he follows 
a schedule to get enough rest. He has followed a physical therapy program for 
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the last 15 years including lifting weights, standing, stretching, swimming, and 
activities that give him a cardiovascular workout and maintain muscle tone. He is 
the only participant who did not identify any aging effects, "I don't feel that yet 
[aging problems]. I haven't noticed a big difference in energy levels or anything 
like that. I don't feel old, even though I'm getting close to 50. I can see that as 1 
age, some of the complications of SCI are going to affect me sooner." When 
Clark was injured, he thought he might only live until age 40, "back then ... didn't 
see any 50 or 60 year old persons with SCI's." As far as the future goes, he says 
he does not plan for old age or think about being 80 or 90 years old. 
Ben is coping with problems due to aging but denied having PPS. He 
believes that because his arms were unaffected by poliomyelitis, he does not 
have to worry about PPS. However, Ben does have some lessening of function 
including loss of strength in his arms due to "overuse." Ben says he, "blows up" 
or collapses when overloaded, and in fact, was tearful during his first interview. 
The tears were possibly due to emotion as he discussed wanting to be "ordinary" 
but surely to some degree to fatigue because of his packed schedule, his 
difficulty saying no, and his reluctance to admit that he is not superman anymore. 
"You think you're indestructible and until about 3 years ago-1 was. I was 
superman ... that is for darn sure." He carries over his beer drinking from his own 
college days, sometimes using that to escape from life. Like John, he tells his 
students "not to do what I do. If you don't have a balance yourself you can't help 
anyone ... and that's what I struggle and search for, absolutely." 
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Sara structures her life to support maximum functioning by eating meals 
that allow her to feel good and not gain weight, getting massages, using some 
herbal supplements, and getting eight hours of sleep. "If I don't [get enough rest] 
I pay for it the next day, I've learned." She stated, "I work hard, I play hard, and I 
do the things I like to do." She stated that when she began having PPS systems 
she became very angry, because she had always done what the doctors 
recommended--to exercise and use her affected limb without regard to energy 
conservation. "Now they were telling me what I had done was wrong." She 
remarked that being told, "there is nothing you can do about it.. .accept it...live 
with it" is hard for persons with a history of poliomyelitis who are "very high 
control people. " 
When asked about how she sees the future, Sara replied, "I haven't really 
thought about what it's going to be like at age 60 or 70 ... . I know I'll probably be 
more debilitated than maybe I would have been without a disability. " She further 
stated, "I'm sure this is something I'll be dealing with later in life. The endurance 
is really the biggest issue." 
Mary also is coping with PPS. She reported developing symptoms about 
11 years ago at age 65. She was worried and angry, just as Sara had been, 
when she began to lose strength and function. "I'd just modify what I was doing 
because of being weak. That's when I went to a scooter because a wheelchair 
wouldn't have suited me at all. .. before the scooter I was on underarm crutches. " 
Mary reported that after starting to use a scooter she started feeling better. 
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Mary, like Sara, eats healthy meals and watches her weight so that she can 
preserve a level of mobility. "I'm sure age has made it more difficult. I cut down 
on where I go, but with the scooter I can do just about everything .... Things will 
not be normal for me-l've got to make a new normal." While Mary finds it hard 
to accept, "the only thing we are sure of is change" she is happy she can, "do 
what I can do." Her future plans are to continue to live alone and care for herself 
and her home and to find a way to help others who are needy. 
Life Lessons Learned. "Look at not over-doing it at such a young age." 
(Sara) 
The participants, having learned some life lessons through trial and error 
and perseverance, shared some thoughts on ways to help persons with a new 
chronic disability age with wellness. 
John shared that he teaches his students to listen to their bodies ... and not 
to use him as an example. He spoke of ways of coping for the newly injured, 
"Help those who know you to bridge the gap between the old and the new you, 
take time to grieve, and get as involved as you can [in life]." He shared some of 
his own messages to himself that have helped him adapt to life circumstances; 
"Let me encourage you to figure it out," and "Think about what already exists and 
modify it." 
Clark's advice was similar to John's, to "take responsibility today to do 
what is necessary to make your life work ... to become as independent as you 
can ... so you can achieve the best quality of life." He went on to include more 
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words of encouragement, "[You] have tremendous opportunities ... even if [your] 
situation never becomes any better. .. to pursue whatever [your] goal is in life. " 
Clark also stated that, "People are always going to slam doors in your face ... good 
guys don't win all the time. If you have the commitment and the desire, there 
are ... resources and opportunities out there and you can't give up." 
Fred shared advice, with more than a hint of what he felt he lacked in his 
life, "If someone could just have an advocate or something to help them get 
through doors-it would be a lot different for them. It's really hard to do anything 
by yourself...you need family, friends, and associates to help you." He went on to 
say to peers, "Keep on keeping on!" 
Ben shared words of reality mixed with encouragement, "Your life has 
changed, and you need to accept and acknowledge that. It doesn't make you 
less of a person ." As for advice to peers aging with a long-term disability, Ben 
said that he " ... can't help there ... still figuring that one out for myself." 
Sara advised , "Look at [not] overdoing it at such a young age ... look at 
conservation a little bit more." Her words of encouragement included, "Don't be 
shy or afraid to try anything you want to do .. .figure out how to do it.. . . Don't let 
anyone keep you from doing what you want to do." 
Mary had some similar sentiments, 'The best help you can get is to help 
yourself .. . . Try to meet new people and think about other things ... do everything 
you can to learn a different way." (See Table 1 for a summary of participant 
demographics.) 
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Table 2 
Demographics of Participants 
ParticipanU John Clark Fred Ben Sara Mary 
Descriptors 
Illness or SCI SCI SCI Poliomyelitis Poliomyelitis Poliomyelitis 
injury PPS PPS 
Age at onset 18 years 20 years 27 years 3 Y2 years 2 years 9 months 
of illness or 
injury 
Age at 52 48 51 48 53 76 
interview 
Age at follow-
up 55 
Level of C6-C7 with C4-6 with T10 both legs right leg both legs 
injury or sparing C8- C6-C7 paralyzed weakness affected, 
limbs T1 function function 
greater 
affected 
deficits right 
leg 
Means of wheelchair wheelchair wheelchair wheelchair only 
scooter, 
mobility assistive 
standard 
device-- crutches 
ankle-foot- before hip 
orthosis fracture 
Aging 
complications yes denies yes yes 
yes, PPS yes, PPS 
Good health 
and nutrition no yes no no 
yes yes 
practices 
Family 
support yes yes no yes 
yes yes 
growing up-
Now no yes no 
no yes yes 
Significant yes/short- no 
other uncertain yes no 
yes 
term 
Relative yes and no yes and no 
wellness now no yes no 
no 
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Discussion 
An analogy is proposed that life and individual ways of coping may be 
likened to a network of highways and side-roads with destinations as mundane 
as trips to the grocery store or as momentous as a journey in search of self. 
Internal choices require making decisions regarding the direction, speed , timing, 
and purpose of each trip. External environmental considerations such as 
weather, climate, terrain, vehicle, companionship, meeting other individuals, and 
destination, require more choices. An individual's ability or inability to deal with 
obstacles along the way is a major factor in making a successful trip. Minor and 
major emergencies such as roadblocks, detours, accidents involving others or 
self, and illness, injury, or disability can also impede reaching a chosen 
destination. 
In the terminology of the Occupational Adaptation frame of reference 
(Schkade and Schultz, 1992), the internal choices can be compared to the 
person's internal desire for mastery, and the environmental considerations to the 
environmental demand for mastery. The person setting out into the environment 
can be equated to the press for mastery, which involves the person on the road 
facing a smooth highway or a bumpy one-the occupational challenge. Along the 
road, decisions are made regarding the occupational challenge. The mechanism 
that can aid or hinder the traveler's progress is the adaptive response generation 
subprocess (ARGS). 
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The ARGS (Table 2) has three components: 1) adaptation energy: the fuel, either 
low octane, secondary energy; or high octane, primary energy; 2) adaptive 
response modes: existing, tried and true map; modified, tried and true map with 
detours when an existing road is blocked; and new, new map with an untested 
route; and 3) adaptation response behaviors: primitive, person is stuck with no 
attempts to try a different route; transitional, high activity level, essentially 
floundering in an unknown area without a map; and mature goal directed, able to 
make necessary adjustments, i.e., obtaining a new map, or asking directions. 
The adaptation response mechanism involves all person systems: 
sensory-motor, psychosocial, and cognitive. The adaptation gestalt reflects the 
proper balance of the person systems to accomplish the task, i.e., more sensory-
motor to change a tire, more cognitive to follow a new map, or more psychosocial 
to stop and ask directions. Testing the route or methods to reach the destination 
is the adaptive response evaluation subprocess. If the adjustment or 
occupational adaptation is successful, it is then integrated via the adaptive 
response integration subprocess. Mastery occurs when the experience can be 
summoned to aid in similar circumstances. 
Exampfes of the occupational adaptation process (Schkade and Schultz, 
1992; Schultz and Schkade, 1992) are cited as they occurred for the participants 
in the study. Attention is focused on adaptive strategies. Csikszentmihalyi (1990, 
p. 235) speaks of the perceived knowledge of order achieved in past generations 
and also from personal experiences that help 
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Table 3 
Participants' Adaotive Resoonse Subaeneration Process 
Occupational 
Adaptation or 
How the 
participants John Clark Fred Ben Sara Mary 
adapt 
Life problems adaptive adaptive maladaptive adaptive adaptive adaptive 
in general-
ways of (primary (appropriate (secondary (primary (appropriate (appropriate 
adapting (not energy, energy and energy energy, energy and energy and 
considering appropriate response coupled with modified response response 
well ness) response mode, mature existing response mode, mature mode, mature 
mode, mature goal directed response modes, goal directed goal directed 
goal directed behaviors) mode, mature goal behaviors) behaviors) 
behaviors) primitive directed) 
behavior) 
Ways of 
adapting to 
aging with a adaptive and adaptive and 
long-term maladaptive adaptive maladaptive maladaptive maladaptive maladaptive 
disability 
Adaptation primary primary or secondary primary primary or primary or 
energy energy secondary energy energy secondary secondary 
energy energy energy 
Adaptive 
existing response existing or modified or existing existing existing or 
mode modified new modified 
Adaptive 
primitive or transitional response primitive mature goal primitive primitive 
behavior directed mature goal 
directed 
Adaptation 
fearful of refusing searching for implications resigned future oriented hopeless 
future accommodation a purpose 
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provide order to one's mind. Spencer, Davidson, and White (1996), address the 
importance of narrative in connecting the past to the future. They also, in their 
innovative work on continuity and change, emphasize the part played by the 
development and use of an adaptive repertoire in dealing with major life 
transitions. The adaptive repertoire evolves as persons travel on life's highways 
discovering through trial and error what is effective and what is not as they adapt. 
Recently published research has put forth the idea that some words or phrases 
used in speaking (which are not written down when putting one's thoughts into 
writing) i.e. , "uh" and "urn", have the effect of helping the person organize 
thoughts as they are conveying them (Clark and Foxtree, 2002). In the examples 
set forth, it is postulated that there is evidence of an occupational adaptation 
watchword (watchphrase) or mantra, if you will, which helps organize and bring 
to mind a person's past experiences. The past experiences are connected to the 
present and employed to solve problems when tackling life's challenges and 
personal developmental goals. The Merriam-Webster Dictionary (1996) defines 
watchword as "a word or motto that embodies a principal guide to action of an 
individual or a group ... a guiding principle." It is proposed that use of an 
occupational adaptation watchword has the potential to: 1) call to mind the 
occupational adaptation repertoire, 2) empower the individual to use their 
adaptation repertoire, and 3) aide in the organization of the occupational 
challenge to facilitate the occurrence of occupational adaptation. 
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The participant's recollections of life challenges were used to identify 
examples of occupational adaptation watchwords and provide examples of 
occupational adaptation. 
Participant's watchwords or watchphrases. 
John began to build an occupational adaptation repertoire from the very 
moment he confronted his occupational therapist with the fact that playing the 
guitar again was more important to him than making a leather belt. He went on to 
develop his dexterity playing the guitar and use his hands in meeting challenges 
such as repairing 10 or 12 individualized sports wheelchairs for his basketball 
team after each practice, and threading a worm on a hook. John shared, "I didn't 
leave my home for a year," because no one had provided information regarding 
external catheters. "The doctor mentioned it one day when I was back to see him 
for recurrent bladder infections .. .it made all the difference." John could leave his 
home without fear of embarrassment. "[It] took me 3 years to perfect the process, 
but, I figured it out." That particular occupational adaptation watchphrase is 
woven throughout John's life, as is, "If one door is closed, just open another 
one." 
They are both descriptors of how he has lived his life and have stood him 
in good stead-until this point. John clearly has drawn and followed his own road 
maps, and has most successfully adapted in the working world. The ramifications 
of John's mistrust of doctors, his dietary practices and health habits, and the 
wear and tear of his athletic career on his body have taken a toll on his health. 
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There are still new roads that John could follow that could help him with health 
issues-but will he travel those roads? 
The sole participant who appears to be aging well is also one who 
continues to have exemplary family support. Clark has been able to manage his 
physical wellness most efficiently; he is the only one of the four men interviewed 
to have avoided upper extremity over-use. He uses a manual wheelchair but has 
an attendanUdriver to help him during his working day. Clark's wellness is related 
to his discipline regarding his physical conditioning and his attention to getting 
enough rest and proper nutrition. His occupational adaptation watchphrases are 
to, "find a way to get past the mountain," and, "in life, you aren't allowed to 
punt." He values the role model his parents provided along with a loving 
environment, which he sees as a, "strength to fall back on." Of the six 
participants in the study, Clark is the only one who is looking forward with hope to 
a future where he will, "be more mobile, be able to walk." His occupational 
adaptation to SCI and other major occupational challenges have allowed him to 
travel to this point in life with his dream destination intact. 
One has the sense that Fred decided long ago, that he had paid his dues 
in life. He tried to prepare himself for employment and to be a productive citizen. 
Unfortunately, the occupational challenges he faced were, to him, 
insurmountable. When one door dosed for employment, his adaptive response 
was to seek more education. He tried that same response three times and when 
doors were "slammed" in his face--he gave up. He continued to follow the same 
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road map and became bogged down in life. He was unable to progress past the 
adaptive response generation subprocess, became hyperstabilized, and became 
lost on the road to occupational adaptation. 
Fred feels that aging is to be dreaded and anticipates that life can only get 
worse than it is. Unlike the other participants, Fred Jacked strong family support 
or messages from his parents to help guide him. Presently, he feels like he has 
no more choices in life and that his life has been wasted. He is the only 
participant without an occupational adaptation watchword; although, his 
statement, "I didn't see it coming" might be considered his maladaptive 
watchphrase. Instead of planning for a future while aging with a chronic disability, 
many of his thoughts are for what might have been. 
Ben lived the first half of his adult life, "packing beers" and focusing his 
energy on playing wheelchair basketball. His family was always supportive but 
distanced by miles. He is still sorting out the fact that he is not superman 
anymore and that he needs to see a doctor and take stock of his life. He has 
adapted to be successful in his career; "I'm black ... disabled ... have a PhD. How 
many people do you know that are in that category?" Yet, his adaptation , as has 
John's, has been at the sacrifice of his physical health. 
His occupational adaptation watchword is to get a "feel" for new 
experiences and then process a cognitive strategy to, "tackle it on my own." 
Ben shared that he used to find himself in the middle of a depression and not 
realize what was happening. "Now I try to minimize them. I'm starting to spill 
74 
when they come on, cycle out, and enjoying it...tackling [them] on my own ... keep 
on cramming it down and it'll sort out." He modifies his road map to meet 
occupational challenges. He has not tackled awareness of aging with a disability, 
but said, "My stop time [reckoning time] is coming." 
Sara, like Mary, has PPS. She is in constant discomfort from muscle and 
back pain. Sara refuses to use any assistive devices or equipment at this point in 
her life. She fears any modification will mean loss of independence. In other 
areas of her life, she is willing to compromise and when faced with an obstacle in 
her path will, "find another way or a way around it," her occupational 
adaptation watchphrase. Unable to walk for any distances now, she will park 
outside a mall close to the store where she wants to go, and then, when she is 
ready to go to the next store she moves her car to another spot close to that 
store. She "found a way around" giving up some of her freedom. She chose 
another route to reach the same goal, and was successful in adapting. 
She initially was angry about PPS affecting her, but unlike Fred, she has 
dealt with her anger and continues to be a productive citizen. She "tries to keep a 
balance in her life," has supportive family and friends, and is the sole participant 
who has come full circle and is caring for an aging relative. She adheres to her 
watchphrase with a cheerful, "can do" attitude as she goes about her life. 
Mary's journey has involved many miles of rough roads including the 
many surgeries she has had, her recent hip fracture, and losing her husband a 
year ago. Until now, she has kept a hopeful eye to the future sharing her 
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mother's vision of a brighter tomorrow. Mary's occupational adaptation 
watchphase has been to, "figure something out or find a way around it"; her 
goal has always been to have a "purpose." When she learned to drive, she was 
able to go places by herself; her road map was new but she ventured forth and 
got a job. Mary has circumvented life's roadblocks by trying another road or 
taking a detour and getting back on track. As she ages with the effects of 
poliomyelitis and of PPS, she is for the first time in her life without a purpose and 
feels like she is stuck. 
The participants' watchwords or watchphrases have, for the most part, 
served them well as they have traveled life's highways and byways. For some, 
choices made now will determine how they will live the rest of their lives. John, 
who was injured when survival was the exception for a person with a SCI and in 
many respects a pioneer, seems to be at a place where the "door he opens" is 
critical to his survival. Ben, accustomed to "getting a feel" for a situation, sees the 
road he should take but is afraid of what he will find when he takes it. Clark has 
made a detour on his road to finding a cure for SCI, but his goal is still on his 
roadmap. 
Fred, without a watchword or a heritage to draw upon, is floundering, 
stuck in a deep pothole on his road to occupational adaptation. Sara continues 
to, "find another way or find a way around it," for now refusing to sacrifice 
independence to avoid the over-use she warns against. Mary has always, "had a 
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purpose" and like Sara, "found another way," although she seems to be stymied 
now by roadblocks to finding a way to help others. 
Conclusion 
Limitations 
Limitations of the study include the following: 1) the research 
conducted cannot be construed to generalize to a population of persons aging 
with a chronic disability, because the narratives are the life story of each 
participant and are unique to each individual. 2) The participants did not 
comprise a homogenous group based upon diagnosis. Persons with SCI and 
persons who had contracted poliomyelitis were selected as a sampling of 
persons aging with a chronic disability. 3) All possible topics were not addressed 
due to time constraints. 
Significance of the Study 
This study has provided a unique and long-needed forum for persons 
aging with a disability. Hearing their story has removed them from statistical 
summaries and put a face to disability and its ramifications. That does not imply 
that our work is completed, for it has in a sense just begun. 
Numbers of persons with SCI. continue to increase; persons in other 
countries continue to contract acute paralytic poliomyelitis and survivors wilt 
continue to have problems with its late effects, "until late into the twenty-first 
century" (Agre and Rodriquez, p. 553, 2002). The two diagnoses may have a 
further commonality. When the aging process occurs, enlarged motor units at the 
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injury site may deteriorate as do those in persons with PPS (Agre and Rodriquez, 
p. 554, 2002) leading to additional loss of function. 
Significant financial issues are involved in the medical treatment of 
persons with SCI or PPS. Care for those without family and/or finances are 
issues requiring consideration. Of the number of survivors of SCI, 38 percent are 
on Medicare or Medicaid 5 years post injury (DeVivo, Whiteneck, and Charles, 
1995) and 60 percent are on Medicare or Medicaid 1 0 years post injury (Richards 
and Shewchuk, 1996). Failure to return to work is an expanding issue for the 
economics of persons with disabilities and for taxpayers. 
Also, evidence exists of a trend toward later incidence of SCI; the number 
of persons acquiring a SCI at age 60 or older has doubled in the last 20 plus 
years (Menter and Hudson, 1995). Persons injured later in life have more 
difficulty adapting to their injury and its ramifications, requiring more services, 
caregiver support, and financial support. 
Clearly, these issues have the potential to affect us all, for as Clark 
shared, "it's just a matter of time" until we all will have to cope with disability. 
Summary of Study Results 
While generalizations cannot be made to the whole population of persons 
aging with a chronic disability, trends or similarities can be noted among the 
participants in the study. Three of the participants had a SCI and three had 
contracted poliomyelitis. However, they all had in common that they were aging 
78 
with a chronic disability, and the fact that they were had come about as a new 
phenomenon in their lifetime. 
The participants who had strong family support growing up, appeared to 
be the most successful in adapting to life circumstances. Also, participants who 
had an occupational adaptation watchword or watch phrase related a greater 
number of effective occupational adaptation experiences. Those who were able 
to generalize their successful adaptation to other life circumstances continue to 
do so. The participant who had failed to gain employment despite numerous 
attempts maintains status quo and blames others for his lack of success. It is 
also true that the participants who had a clearly defined purpose or goal in life 
experienced the most career success; however, a successful work history did not 
necessarily correspond with other life successes as in relationships or 
maintaining good health. 
Those participants who followed a nutritionally sound diet were healthier 
and had fewer problems attributed to aging than those who did not. Clark, the 
sole participant with SCI who had avoided over-use injury and who had 
continuously followed a healthy exercise and nutrition regime since his injury, 
reported the fewest signs of aging. The participants who followed sound 
nutritional practices, got enough rest, had good family support, and tried to 
maintain a balanced lifestyle (Clark, Sara, and Mary) reported the best general 
state of health and well-being, even though Sara and Mary cope with health-
related problems due to PPS. Only Clark reported a hope for improved health in 
79 
the future; the remaining 5 participants anticipated further declines in functioning 
as they age. 
The participants all either had problems with the medical community or 
had not made a practice of seeking advice from physicians regarding their 
disability. John, Fred, and Ben all have medical needs and could benefit from 
medical care. 
Sara had thought about setting aside funds for additional help to take care 
of her home as she ages, and John has thought about retirement in terms of his 
relationship (which is uncertain). Mary hopes to remain independent as she ages, 
while Ben is "living life to the fullest" without expectation of longevity. Fred is 
living day to day. Of three persons with a SCI, only Clark has followed a 
balanced lifestyle. Two of three persons who had poliomyelitis (Sara and Mary) 
reported following a balanced lifestyle. 
Three male participants, John, Fred, and Ben, who had spent their adult 
lives using a wheelchair and who had participated in wheelchair sports, are now 
suffering upper extremity problems that affect their quality of life and life choices. 
John and Ben can no longer participate in upper extremity exercise due to the 
seriousness of their upper extremity problems. Fred continues to participate but 
has constant shoulder and elbow pain. Sara and Mary are also coping with over-
use issues in their affected limbs and in their sound limbs and trunk that have 
had to compensate for weakness. 
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A major purpose of this study, to provide a forum for persons aging with a 
chronic disability to tell their life story, was accomplished. Various ways of 
occupational adaptation with a chronic disability were shared by the participants. 
It was not a surprise that the participants with SCI had not planned for aging; 
after all, they are a relatively new group of survivors. Poliomyelitis survivors had 
not planned for aging or for further disability due to the unpredicted occurrence of 
PPS. One of the peer reviewers pointed out that the participants were no 
different from the general population who also does not plan for aging. However, 
planning for aging has the potential to lead to a better quality of life while aging. 
It is expected that the number of persons sustaining SCis will continue to 
swell and persons with SCI will continue to live longer lives. Persons aging with a 
history of poliomyelitis and experiencing complications due to PPS will continue 
to have declines in functioning. The potential lessening of their ability to adapt as 
these persons age, will lead to a greater demand upon family, caregivers, and 
health care providers. 
Occupational Therapy Implications 
Occupational therapists, as a part of the medical community, can assist 
the population aging with a chronic disability to age with health and well ness. 
However, ways of assisting most effectively may not be within the traditional 
medical model due to shorter and shorter hospital stays. Other possible venues 
include day treatment programs, home health programs, and other forms of 
community centered programs. 
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Listening to our patients and hearing their story can help us facilitate their 
occupational adaptation with an emphasis on being proactive. A team approach 
with a focus on prevention of problems and promotion of a healthful lifestyle, from 
the very beginning of treatment in a hospital setting, can help set the stage for 
wellness. The importance of maintaining proper nutrition, exercise, regular 
checkups, emphasis on prevention of problems, and learning ways to conserve 
energy and simplify tasks are key elements of aging with wellness. Also, not to 
be neglected are: having a forum to voice concerns, addressing mental health, 
sexuality, vocational training, and aiding in establishing support groups. Who 
better to teach in these areas than the occupational therapist? 
Two significant areas identified in this study that can have an impact on 
successful aging with a long-term disability are: 1) teaching our patients to "work 
smart" and 2) establishing a community support system in association with a 
rehabilitation follow-up program that will help reestablish trust and prevent 
persons "slipping through the cracks" of the medical system. Issues addressed 
during hospital stays focus on activities of daily living and functional mobility, with 
attention given to other issues as time permits. It is the author's experience that 
an emphasis is not placed upon conserving energy to prevent exhausting a 
persons' adaptation energy. If aging with wellness is to occur, "working smart" 
must surely go "hand-in-hand." Perhaps the limiting effects of over-use injuries 
that are being experienced by 3 of the men in this study could have been avoided 
with the appropriate education. 
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Trust is also a significant issue as evidenced by Ben who has not seen a 
physician in 30 years and by John who, based upon his own experiences with 
the medical community, prefers to treat himself. Having occupational therapists 
actively help set up and participate in support systems would be an opportunity to 
establish trust, learn about the needs of this growing population, educate, inform, 
and facilitate the occurrence of occupational adaptation. 
Future Research 
The future of persons aging with a chronic disabitity needs to be 
addressed in ways that will educate so that planning for aging occurs. Attention 
to this issue has to occur on many levels, from the hospital and into the 
community. Challenges that are before us include the need for: community 
resource development, modeling and developing support systems and resources 
for persons with disabilities and care-givers, and education of health care 
professionals to care for the specialized population of persons aging with a 
chronic disability. 
Perhaps our most important challenge is to actively involve persons with 
chronic disabilities in planning for the future with hope for aging with well ness 
and quality of life. As John, one of the participants with a SCI stated, "In my 
definition life is closely associated with activity ... when that ceases, boy do you 
wonder about quality of life ... doesn't have to be physical activity but it's making a 
contribution." Those of us who are health care professionals have an opportunity 
83 
and an obligation--to assure the population aging with a chronic disability that we 
will listen, their voices will be heard, and together we will make a difference. 
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CHAPTERV 
AGING WITH A LONG-TERM DISABILITY: 
A GROUP FORUM FOR SHARING VOICES 
A previously silent portion of our population is aging with a long-term or 
chronic disability. These persons are reaching milestones in their lives with 
unheard voices. One group with spinal cord injuries (SCI) had no vision of living 
long enough to age when they were first injured. Another group of persons who 
had recovered from poliomyelitis thought they had overcome one disability but 
found themselves facing a new set of disabling circumstances (post polio 
syndrome or PPS, or the late effects of poliomyelitis) in their productive and 
aging years. 
Both groups face aging at a rate that is accelerated compared to the 
average population. The accelerated aging is due, in part, to: 1) the sheer 
amount of effort involved in accomplishing everyday activities, 2) complications of 
aging with a SCI or with PPS, and 3) a lack of awareness of the need to manage 
health resources while aging with a long-term disability. 
Purpose 
Research regarding persons aging with a long-term disability is needed to 
gain understanding of unique issues concerning this population, to unveil 
problems that could impede aging with wellness and quality of life, and to share 
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this information with persons who are aging, their immediate caregivers, and the 
healthcare professions. While a great deal of quantitative research exists 
concerning persons with SCI and persons with a history of acute poliomyelitis, 
few qualitative studies exist (Wiley, in press). This work adds to the meager body 
of qualitative research that has been conducted with a population of persons 
aging with a long-term disability. 
Before persons aging with a long-term disability can be assisted to age in 
wellness, their voices must be heard and needs identified. A recent qualitative 
study conducted by the author (Wiley, submitted for publication) reported that 
persons with long-term disabilities seem to have a low level of trust for the 
medical profession and that, like the general population, persons aging with a 
long-term disability do not plan for a future. These findings indicate a need to 
conduct further qualitative research to gain understanding and to estabtish trust 
within a population that can then have a better opportunity to face wellness and 
quality of Jife issues as they age with a long-term disability. 
Literature Review 
Quantitative research abounds concerning these populations; however, 
qualitative research has been neglected regarding persons aging with a long-
term disability (Wiley, in press). Qualitative research is a key that can open doors 
and provide the researcher with an insider's perspective of the experience of 
aging with a chronic disability. The life narrative as part of a qualitative research 
study has been identified as holding potential to enlighten both the story-teller 
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and the listener, to reveal patterns in one's life that facilitate or inhibit successful 
coping or adaptation, to elicit meaning, to order one's thinking, and to serve as a 
learning tool in the management of future life experiences. 
Crewe recognized the importance of gleaning the survivor's perspective 
(Crewe, 1990). Spencer, Davidson, and White (1996) documented links between 
past experiences and the way individuals order their lives. They also pointed out 
ways that occupational therapists can assist persons by increasing their 
awareness of patterns of change and adaptation and applying their knowledge to 
current and future situations. Spencer, et al. (1996) also considered narrative to 
be a way to discern change, with the past connected to a future evolving from the 
past. 
Additional research has shown the benefits of sharing significant life 
occurrences. Pennebaker (2000) used quantitative research methods in a 
controlled study that had subjects write about a significant life event. The study 
results revealed decreased doctor visits as compared to a control group of 
individuals who wrote about non-personal topics. Pennebaker also concluded 
that writing and talking about life events produced similar benefits and that 
"health appears to require translating experiences into language (p. 8)." 
Story-telling or narrative is a form of communication as old as man. After 
all, our ancestors shared stories in their homes, around the campfire, and in 
church meetings of coping with common life experiences and with hostile forces 
of both man and nature. Narratives with a moral lesson have been told since 
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ancient times. The discerning of cause and effect and gleaning life lessons from 
hearing a story js also an old concept. 
Csikszentmihalyi (1990) believes that learning and order come from 
historical perspectives such as in hearing stories from past generations and from 
history as well as from personal experiences. Meaningful order in a person's life 
can be achieved by learning from past experiences of self and of others. 
Understanding of events in one's life can be helpful in coping with similar 
circumstances when they occur. (Pennebaker, 2000; Spencer, Davidson, and 
White, 1996; Crewe, 1990). 
One format for gathering information using qualitative research methods is 
the focus group. It has been well documented as a research tool in the social 
sciences. The group interaction sets apart the focus group as a qualitative 
research tool (Morgan, 1988). The focus group is basically a group interview with 
a moderator who initiates dialogue with a set of interview questions. Participant's 
interactions with each other, rather than with the interviewer, can result in 
learning more about why the group members think as they do (Janesick, 1999). 
The focus group in the application presented here offered an opportunity to 
discuss and verify information previously gathered through individual interviews, 
provided a forum for new dialogue or discussion to occur, gave an opportunity for 
the interviewer to gain an insider's perspective, and offered an opportunity for 
participants to share life experiences. 
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Methods 
Research Design and Participants 
A qualitative design using a focus group format was the chosen 
methodology. Interdisciplinary Review Board (IRB) approval was granted for the 
study from a university IRB (see Appendix A). All person and place names were 
changed or disguised to protect the participants' confidentiality. The focus group 
was comprised of persons aging with a long-term disability who were interviewed 
individually for another separate study. The participants were selected as 
representative of persons aging with a long-term disability after referral by 
physical and occupational therapists, physiatrists, and a college professor who 
had colleagues aging with a long-term disability. 
The participants included three persons with a SCI (John, Clark, and Fred) 
and three persons who had survived poliomyelitis (Ben, Sara, and Mary). All 
participants were at least 20 years post SCI or incidence of acute poliomyelitis. 
The subjects had all signed consent forms, which included consent to participate 
in the focus group, permission to audio and video-tape the focus group, and an 
agreement to meet for a follow-up session if a person or persons were unable to 
attend the focus group. 
Procedure 
Original plans had been to bring all six participants together in a mutually 
agreed-upon meeting place. However, the diverse locations of the work places or 
homes of the participants made it more convenient to divide the participants into 
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two groups of three. Three participants and the moderator, who was also the 
researcher, were to attend in one location. The three remaining participants and 
an assistant moderator, who was a trusted colleague of the researcher, were to 
meet in a second location. The two sites, both at college campuses, were 
connected via video-conference so that participants at each site could see and 
hear participants at the other site and interact as if they were in the same room. 
The day of the focus group, two of the participants were unable to attend. 
Both were persons with SCI's; one had to go to a hospital emergency room 
because of a severe burn and one was unable to attend due to unknown 
reasons. The time spent in the focus group was approximately 2 hours. The 
researcher/moderator used a list of questions that were follow-up questions (see 
Figure 1) based upon previously held individual interviews. The questions were 
intended to help clarify issues raised in previous interviews and to facilitate 
dialogue among the group members. Sara and Mary, both with a history of acute 
poliomyelitis, and the assistant moderator were at one location. The moderator, 
Ben with a history of acute poliomyelitis, and John with a history of SCI were 
present at a second location. The assistant moderator was in place to provide 
any assistance to the participants as needed, to be sure the equipment was 
appropriately placed, and to call for technical assistance should the need arise. 
The two participants who were unabJe to attend (Clark and Fred) participated in a 
three-way conference call with the moderator/researcher approximately one 
week after the focus group was held. The same interview questions were used to 
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Figure 3 
Focus Group-Semi-structured Interview Questions 
Issues from the past. .. 
Is life different for you now verses five years ago? 
What childhood messages or messages from the past do you still hear that are 
helpful.... hurtful.. .. ? 
Support .... 
What is the importance of relationships in your life? 
How important has family been to you in coping with your disability? 
Has a family member or other person significantly impacted your life? 
Coping .... 
Have you been successful in coping with disability? 
How have you dealt with the mountains (obstacles) in your life? 
How do you deal with stress? 
If someone said "life is not fair"-how would you answer them with examples 
from your own life? 
Life is ... 
Life has taught me ... 
Disability .... 
What bothers you about your disability? 
What does disability mean to you? 
Do you feel like you have had choices in life? 
Motto, wellness, aging 
What does wellness mean to you? 
What do you think of when you think of yourself as aging? 
If you stated a motto for life, what would it be? 
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initiate dialogue between the two participants and results of the initial focus group 
were presented during the phone call. The conference call lasted approximately 
35 minutes for Clark due to his schedule constraints and 60 minutes for Fred. 
The focus group was audio and video-taped and then transcribed. The 
transcription was coded using grounded theory methods and open coding. The 
conference call was recorded and a transcription of the phone call was coded in 
like manner to the initial focus group. The transcriptions were coded first line-by-
line and then paragraph by paragraph and themes identified. Code notes were 
written on 3 by 5 inch note cards and the cards appropriately grouped according 
to the emerging themes. 
The results of the coding analysis are presented in this study. A synopsis 
of the history and demographics for each participant is found in Table 1. 
Results 
Themes identified from the focus group identify and clarify environmental 
issues and personal factors as influencing occupational adaptation of persons 
aging with a long-term disability. Themes identified included the following: 
Environmental influences: physical, cultural, and social influences. 
Personal factors: family relationships, disability issues, and life themes. 
Aging issues: personal aging, plans for the future, and messages to 
peers and/or persons with new onset of disability. 
The focus group served as a means of bringing together persons with a 
unifying bond-aging with a long-term disability. The results of the focus group 
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Table 4 
Demographics of Participants 
Participant/ John Clark Fred Ben Sara Mary 
Descriptors 
Illness or SCI SCI SCI Poliomyelitis Poliomyelitis Poliomyelitis 
injury PPS PPS 
Age at onset 
of illness or 18 years 20 years 27 years 3% years 2 years 9 months 
injury 
Age now 55 48 51 48 53 76 
Level of C6-C7with C4-6 with T10 both legs right leg weakness in 
injury or sparing CB- C6-C7 paralyzed weakness both legs, 
limbs T1 function function 
greater 
affected 
deficits right 
leg 
Means of wheelchair wheelchair wheelchair wheelchair only 
scooter, 
mobility assistive 
standard 
device-- crutches 
ankle-foot- before hip 
orthosis fracture 
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analysis were examined within the framework of the Occupational Adaptation 
frame of reference. The occupational environment as defined by Schultz and 
Schkade (1992) is an environment that requires an occupational response. 
Within the environment, exist the contexts for occupation including work, self-
maintenance, and play and leisure. The subsystems or components of each 
participant's occupational environment are identified, as described by Schultz 
and Schkade (1992) as physical, social, and cultural. 
Other sources also address the importance of environmental and personal 
factors in the life of persons with disabilities. The International Classification of 
Functioning, Disability and Health (ICF, 2001) considers contextual factors to be 
both environmental and personal. The environmental factors are delineated as 
the physical, social, and attitudinal environment where individuals live and go 
about their lives. The personal factors are those facets of the person not part of a 
health condition or functional disability. Among the many personal factors are: 
gender, race, age, other health conditions, fitness, habits, upbringing, and 
lifestyle. Additionally, coping styles, social background, education, profession, 
past and current experiences, overall behavior pattern and character style, and 
individual psychological assets are included as personal factors (ICF, 2001). 
Law (2002) suggests that participation or involvement in life occupations is 
influenced by the built environment but especially by the social environment. She 
also recognized the importance of family as impacting participation and reducing 
the risk of decreased or marginal participation. Personal factors complete the 
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trilogy of issues affecting participation and include gender, sense of control, 
preferences, and skills and abilities, among others (Law, 2002). 
The focus group points to the physical, social, and cultural aspects of the 
environment that influence one's occupational adaptation while aging with a long-
term disability. Inferences gleaned from the focus group also point to the 
importance of personal factors such as family influence within a person's 
environment. Issues of aging as affected by environmental and family influences 
are particularly addressed. Quotations from the focus group are used to illustrate 
each theme in the context of aging with a long-term disability. 
Environmental Influences 
Physical. 
The physical subsystem factored in accessibility issues, but in the 
majority of cases accessibility issues were not cited as insurmountable barriers to 
occupation. Sara spoke of managing her shopping by parking outside the place 
she wanted to shop. She spoke of "self-imposed barriers, places I won't go 
because of stairs," and that "one of the biggest issues of disability is the 
convenience issue." Clark was one of the persons directly involved in drafting the 
Americans with Disabilities Act (ADA). Partly in response to Fred's sharing about 
his difficulty finding employment, Clark stated that it could not be said that the 
ADA has had a significant impact because, "access and employment are the two 
top issues with ADA and we're flunking poorly on both." Mary spoke of the 
experience of transcending environmental barriers when she learned to drive. 
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Even riding on the bus, she had to have someone go with her to help with her 
crutches. She had never in her life been anywhere by herself and she reported 
experiencing a sense of freedom that was, "absolutely exhilarating" the first time 
she drove by herself. Mary's physical subsystem is presently keeping her from 
achieving her goal of helping others. She is unable to drive and has no one who 
can readily take her places. 
The physical environment has impacted the physical health of Ben, Mike, 
and John as they all suffer from over-use of the muscles that have provided them 
their means of negotiating the environment in their wheelchairs. Mary is now 
avoiding further fatigue of her limbs by using a scooter. Sara recognized that the 
physical environment of her job will one day require some modifications on her 
part. 
All of the participants throughout their life span have problem solved and 
dealt successfully with their physical environment. They continue to cope, but 
some are now struggling and all recognize that struggles will intensify as they 
age. 
Cultural. 
The cultural subsystem was a decided influence in the lives of the 
participants. Jim, Fred, Ben, and Clark had all benefited to some degree from the 
culture of the athlete. Jim and Clark were both athletes prior to their SCI. Fred 
and Ben participated in sports after injury and illness. For Ben, the motivation in 
his life had "always been athletics." He played on college and professional teams 
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and now directs a professional wheelchair basketball team. After his college 
career in the United States, his wheelchair basketball prowess led to his being 
asked to study for his master's and doctorate degrees in adapted physical 
education. His athleticism led to his career, The athletic culture is so ingrained in 
his life that every metaphor he voiced used sporting examples. 
Fred shared that the happiest he had been since his injury was when he 
was in college and participating in athletics. "I didn't feet like I was disabled really; 
I felt like I had a bright future." He felt a part of the culture, accepted, good about 
himself, his athletic ability, and his appearance. Jim is a wheelchair basketball 
and tennis coach at a university. During his own athletic career he set five world 
records and won a Paralympics gold medal. "Being ath1etic before the 
injury .. . gave me that appetite for competition and to be prepared for that 
competition has put me in such good health that doctors would say I am lucky." 
Clark, in his sports career that ended suddenly with his SCI, learned the 
discipline of the athlete that continues to help him structure his life to age in 
wellness. In the culture of the student and the homemaker, Mary had always 
found a niche where she had a purpose and made a contribution and felt good 
about herself. Both Mary and Sara met the criteria for the culture of polio 
traditions that Scheer and Lubarsky (1991) described. They both have stated that 
they do not feel disabled, and they both have always been high achievers. 
The career culture had been particularly rewarding for all but Fred. Ben 
and Jim are both educators, in a field where their athletic prowess has been a 
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significant influence, and enjoy career success. Ben shared, "I decided to work 
where my disability would help and not hurt me." Jim's rewards from work distill 
down to "seeing his students become fully realized contributing members of the 
community." Regarding finding a job, Fred shared that it was "hard to get a job 
before" his injury. Since he became disabled he said, "It's been pretty much 
impossible." Mary's career has included working retouching photos, but she has 
the most longevity as a homemaker. Her marriage of 55 years ended with her 
husband's death in the past year. Sara continues to be successful in her role as 
Public Relations Director in a major rehabilitation facility. All, except Mary and 
Fred, are gainfully employed. 
The disability culture has impacted each of the participants. They all, 
except Fred, shared examples of successfully adapting and coping with all its 
ramifications. As Ben shared, "It's a race, no matter what position you attain, the 
fact is you can be minimalized in a heartbeat." 
Social. 
The social subsystem, as inextricably linked to the cultural subsystem, 
seemed very significant in the lives of the participants. Sara shared that she had 
a good network of friends and acquaintances. She stated that she had only 
experienced discrimination one time in her life, and that was when a young man 
told her she would be "stunningly beautiful if you just didn't have that disability." 
She continued to say that even in the general population, "If you're not 
considered mainstream everybody is discriminated against." Jim told of always 
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feeling like he is, "in the spotlight 24!7" when he is out in public and that he is 
tired of that. Ben echoed that sentiment. Conversely, Mary shared that when she 
goes out, "I've always gotten attention" and "I love being out in public." 
Ben denied having any different problems with relationships than able-
bodied persons, although he shared that his longest relationship has been shy of 
a year. John admitted difficulties, stating, "I don't know if I have the capacity to do 
both-to be committed in a long-term relationship and do my job." 
Fred's comment more than hinted at the isolation he felt when he said, 
"my main trouble hasn't been my injuries, it's being accepted into society." 
One wonders how John will adapt if the day comes when he needs to 
depend upon others to care for him. For now he says, "My support system is my 
dog." Sara has supportive friends and is in a relationship, but should she require 
further assistance in her present circumstances she would be on her own, as 
would Ben and Fred. Mary has family who are supportive, but it is uncertain if 
they would take responsibility for her care. Clark is the only participant who is 
married and has a live-in support system. 
Personal Factors 
Family relationships. 
Family relationships are separated out as a theme, even though family is 
included within the definition of the social subsystem as defined by Spencer 
( 1987), because of the influence of family in the lives of the participants (Wiley, in 
manuscript). 
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Sara had a close family and extended family relationship; she grew up in a 
home with her parents and her aunt and uncle. She spoke of her mother as being 
"adamant having me over-compensate in other areas because of the one 
physical disability. " She had to know how to do many things and do them "better 
than anyone else." Mary spoke of her family as her "built-in rooting section .... 
[They] let me go out into the real world." Her positive outlook on life was 
influenced by her mother who always said, "Look to the future; things will always 
be better." 
Absent from his family setting from age four years on, Ben told of how this 
enabled him to experience and accomplish more in life than if he had been at 
home. "I had loving parents so I was able to get the love and not the restrictions. " 
He continued to say that he felt he benefited from not living with them everyday, 
" ... because in the African culture [if] you have a disability, you're sick .. .. My 
parents were very over-protective when I was with them." 
John moved out of his parent's home very soon after he was injured, 
because they were seeing him as, "poor Johnny." He said, "I think that SCI's at 
that age (he was 18 when injured) are tougher on the families than they are the 
individuals." Mike went on to share, "I was pretty much like an orphan before I 
was hurt [his father was killed when Fred was 9 years old]. ... I didn't have 
anyone to show me the ropes and stuff. " 
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Clark has credited his mother and father with being examples for him that 
he continually draws upon, citing his mother as "the most loving" and his father 
"the most honest" persons he has ever known. 
Fred is the only participant who grew up in a single parent household. He 
found life difficult before his injury and even more difficult afterwards. He felt as 
though he has dealt with life, "basically as an orphan." The remaining participants 
all carried messages from their parents that have been cornerstones in their lives 
and all draw upon those messages even today. 
Disability issues. 
Speaking of disability Sara said, "It's really the physical limitations that this 
brings to you; it may not define you totally as a person, but it influences 
everything you do all day long." Sara went on to share that she did not feel 
discriminated against in either a positive or a negative way. "Not being in a chair, 
I don't get the same kind of looks; although, when you see me walk it's very 
obvious I do have a physical disability." 
Regarding disability, Mary shared that, "If I sensed someone felt sorry for 
me, I hated that; 1 hated that worse than anything." Fred feels, "people feel 
superior because they aren't disabled" and regarding his disability, "It seems like 
I'm stuck on the bottom; it doesn't matter what I do." 
Ben had the most to say regarding disability, which could explain why he 
feels defined by his disability while John believes that it is the "perception of 
disability" that defines a person. John stated, "It has to do with that person's 
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perception of me being different." He went on to state that, "Because of my 
disability, I've been to places I would never have been." Ben shared further that 
" .. . disability shapes and changes and identifies who I am and how I 
communicate." Ben verbalized his feelings when he said, "Alii want to do is be 
ordinary and you don't have that option when you have a disability ... . It's a 
struggle with disability ... not to be normal but to maximize ourselves. " He gave an 
example of the fellow who is in and out of a convenience store with his purchase 
" ... before I can get my wheelchair out of my car." 
Clark has devoted his life to overcoming disability by founding and working 
for a foundation to fund SCI research and to assist persons with SCI. His goal 
continues to be to walk and his plan is to accomplish that in some form, " ... before 
my sons get off to college." 
The influence of disability is sometimes hidden, sometimes made painfully 
clear by others. The disability identity defines some, and its perception defines 
others in the study. All have adapted in their own way to disability in their lives. 
One observation that is painfully clear is that disability has the potential to rear its 
head as the participants age. The additional time and energy that disability 
demands are making adapting more difficult as aging occurs for all participants in 
the study, excepting Clark. 
Occupational/Life themes. 
Csikszentmihalyi (1990, p. 230) speaks of"life themes" as goal directed 
and providing meaning and shape to life. The life themes are either discovered or 
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accepted. If discovered they are taken on by choice or intrinsically motivated, but 
if accepted they are taken on by way of other's scripting instead of a personal 
plan of action. It is proposed that these might also be called "occupational 
themes" and defined as purposeful, meaningful actions that supply form and 
substance to a person's life. The participant's life or occupational themes 
emerged during the focus group analysis. Of all the participants, Fred would 
seem to be the one with an accepted occupational/life theme. Mary stated, "Life 
is an adventure and I wish I could live it over." She has always " ... lived my life 
with purpose. " Fred, in a different light, identified life as, " ... like the deepest end 
of the ocean .. . like a struggle to keep your head above water. " Clark shared his 
focus of "finding a cure for SCI," and seeks progress for himself and others 
towards the goal of walking again. 
Ben sees life as, " ... a game. Play it hard, enjoy it, play as hard as you can 
for as long as you can!" John, on the other hand, sees life as, " ... an adventure, 
every day that I wake up it's a new adventure .... It may be something I get into or 
get somebody else into and watch them smile and excel. I have to contribute 
daily in that regard ." John firmly believes that life is, " .. . responsibility if not to 
yourself, to your society and those who are going to follow you. He has a calling 
to 'open doors' for his students." 
Sara shared this poem by Edna St. Vincent Millet: 
"My candle burns at both ends, 
it won't last the night, 
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but all my friends and foes, 
it sheds a lovely light." 
Her occupational/life theme, to be the best she can be, is reflected in "the light" of 
the poem she quoted. 
The importance of the occupational/life theme, the over-riding goal of a 
lifetime, is to assist in keeping one's focus on an ultimate and sometimes 
character-building objective. Those participants who feel the most successful in 
life have a positive occupational/life theme. 
Aging Issues 
Personal aging. 
The participants shared their thoughts about their own aging process and 
ways they are adapting in their environment as they age with a long-term 
disability. Sara tries not to think about aging but feels, " ... sometime within the 
next 10 to 15 years I'll probably be using some kind of aid like a wheelchair or 
scooter. I think I'm just going to give out because even my left leg which I don't 
have any obvious residual in is getting weak." At this point, she has to plan her 
activities so that she can function. She has pervasive weakness and feels that, 
"I'm going to age faster than my contemporaries who have not had polio." Sara 
watches her weight, gets the rest she knows she needs, and avoids some 
activities because of her need for more rest. "I can't do a lot of walking; muscle 
fatigue and weakness are my two greatest issues." Sara feels like she has a 
forgotten diagnosis, that "there isn't any interest in finding out about it [effects of 
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PPS] because nobody gets it [poliomyelitis] anymore ... 1 don't think anybody is 
going to pay any attention to it." 
Mary is facing her future, "without a purpose," but she is trying to reach out 
to help others. The muscles in her arms began to get weaker several years ago, 
and she adapted and began to use a scooter. She continues to have fatigue and 
muscle weakness but manages to conserve energy by using the scooter as her 
primary means of mobility. She watches her weight, as Sara does, and eats 
healthily. As far as the future, Mary says, "I want to be able to find a purpose for 
whatever time I have left." 
Ben is also feeling the effects of aging. He stopped playing wheelchair 
basketball, "a couple of years ago" because of over-use injuries. "I've made a 
transition from athlete to being a retired athlete .. . had to do with the way my body 
is responding." He has not been to a doctor in 30 years; "Part of the reason I 
don't go to a doctor now is that medical model I remember from my 
developmental days ... don't want picking, prodding, experimenting on me." His 
regret in life, "For me it's aging .. .it's losing that function. Regardless of my 
disability, I've always been functionally able .. . not being functionally able is a 
scary thing." He went on to state, "That to me is the worst thing and possibly 
coming up in the future ... unless I can manage to finish myself up before that." 
John faces battles each day with a body that is showing the effects of 
years of over -use and inadequate health and nutritional practices. He does not 
eat properly, rarely checks for pressure sores, has fatigue that sets in about 3:00 
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pm each day, and has muscle weakness that is causing him to think about 
changes to make life a bit easier. One area where he refuses to compromise is 
his work. He distrusts the medical profession, does not believe they listen to 
persons with disabilities, and says that, "When the medical profession starts 
carving into my functionality [asking him to slow down, or modify his lifestyle or 
job requirements]. ... I'm not going to let that happen .. . not let them have that part 
of my life!" He says that, like his Dad, "I intend to retire after 35 years of 
employment and getting in a full life of working and paying my own damn way!" 
"Getting old is bad for everybody," stated Fred. He is not in as "good a 
shape as I was 10 years ago ... I don't exercise nearly as much as I used to." Fred 
suggested that a support group would be very helpful, " ... someway to integrate 
back into the community." 
Clark was the sole participant who denied experiencing any effects of 
aging. He has been proactive virtually from the day of his injury. His athletic 
training led him to follow a regimen that included good nutritional practices, 
getting enough rest, and following an exercise routine that he hopes witl lead to 
ambulation of some form. He was the only one of the three participants with a 
SCI who did not participate in wheelchair sports. Most probably, that is the 
reason that he has not had to cope with over-use problems. He can propel his 
wheelchair, but he has help from an attendant and from his wife; therefore he has 
not had the demands placed upon his upper extremities as have John, Fred, and 
Ben. 
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All members of the group, excepting Clark who denies it, are experiencing 
physical problems due to aging. It is expected that psychological issues would 
accompany this aging process; however, there were only veiled inferences to 
indicate that. 
Plans for the future. 
Sara admits that, "I try not to think about it [aging]." She does anticipate 
aging faster than her contemporaries because of her disability. Fred's comment 
regarding aging, that "Aging is bad for everybody," does not include a plan for the 
future. He just seems to 'Take it [life] a day at a time," and finds each day a 
struggle. Unlike Fred's, Mary's goal for the future is hopeful; "I want to find a 
purpose for whatever time I have left." 
By contrast, Ben fears the future and the prospect of further disability. He 
shared, "If not going to the doctor makes life a little shorter-so be it. As John 
said, 'we're not going to be around for the long-haul;' I'm convinced of that." The 
hardest thing for John, in facing ramifications of aging, is to think that he might 
lose his ability to be independent and to, "make a contribution." His plans for the 
future hinge on maintaining his ability to function without assistance. Clark is the 
sole participant whose plan for the future includes gaining more function, as he 
pursues his dream to walk again. 
The participant's thoughts of aging do not include a particular plan for 
addressing aging with a long-term disability. Although this probably does not 
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differ from the general populace, it is seemingly even more important for persons 
aging with a long-term disability to have a plan to age with wellness. 
Messages to peers and/or to persons with new onset of disability. 
The participants shared advice to persons with a new disability or to those 
aging with a long-term disability. The message Sara shared regarding 
discrimination, in response to hearing of Fred's problems, was a positive one, 
" ... meet things head on, confront the discrimination when it occurs." She also 
shared her feeling that, "Anybody can find something to feel sorry about or they 
can move on and take the gifts they are given and do something with them." 
Fred's advice, a shrouded attempt at being positive, was to, "Try to keep from 
getting frustrated ... not let depression or frustration cause you to have Jess of life 
than you would have anyway." 
Mary shared, "Life is going to go on and you might as well be a part of it." 
She also offered, "One thing I would tell people; don't put off getting a scooter. I 
wore myself out; I should have had my scooter 3 or 4 years before I got it." Clark 
admonished , "Get the most out of everyday that you can." John added the advice 
to, "Look for alternate ways to achieve similar goals." 
Ben shared his philosophy, which was similar to Sara's admonition; "You 
can present opportunities ... examples, but ultimately that decision as to whether 
you ... embrace the challenges [of life] or whether you let it eat you up is a very 
internal thing." 
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John feels an obligation to help persons with disabilities to " ... open the 
door of opportunity and look to the other side to see what life can yield." He sees 
persons with disabilities with an extra step to deal with in gaining employment; "It 
takes somebody knowing your capabilities to open that employment door." He 
also feels an obligation as a person with a disability who is successful in life, to 
show others, " ... look, you can do anything you choose to do ... ultimately it's their 
choice." 
Clark, because of his involvement in helping persons with SCI's receive 
the services they need and also helping get legislation passed to aid persons 
with disabilities, has a different perspective regarding disability than the other 
participants. He shared thoughts regarding the medical profession and 
rehabilitation, "When you're discharged .. . they forget about you ... there's no 
outreach and there is no network that they plug you into." He also stated that 
regarding the ADA, "Compliance isn't happening until we start tracking 
unemployment rate among people with disabilities." He made a suggestion for 
future research and treatment. "Apply what we have learned in sports medicine 
and training athletes to help those with disabilities." Additional suggestions 
included research to aid in educating persons with SCI about the type of diet they 
need to follow 25 or 30 years post injury and informing about the type of physical 
activity that will maintain health and function without damaging muscles. 
A consensus of the participants is that ultimately how life affects you is, 
"up to you." Once again, Fred is the exception; he feels like he has had few 
109 
choices in life and holds others responsible for his difficulty adapting in his 
environment. He acknowledges that he did not have, "anyone to show him the 
ropes. " His recommendation for community support groups is a valid one. 
Discussion 
The impact of environmental issues, family support, disability, and now 
aging with a long-term disability are as different for each of the participants as 
are their ways of adapting to occupational challenges. Having a life or 
occupational theme has kept the carrot in front of many of the participants, urging 
them on in life. 
Participant Summaries (See Table 2, Focus Group Observations). 
Fred's view of life, "a struggle to keep your head above water," seems 
to have truly been his life theme. He grew up in a one-parent family after his 
father died, and life was a struggle before he was injured. His social and cultural 
environments supported him best when he was in college; it was in that 
atmosphere while participating in athletics that he felt most successful. After 
college, his hopes and dreams were dashed by doors slammed shut in his face. 
He is well aware of the opportunities he did not have and continues to struggle. 
Mary, who "always had a purpose," has come to a crossroads in her life. 
Her first purpose was to go to school, then to college to find a husband, and then 
to rear a family with her husband. After her husband's death in the past year, she 
felt that her purpose in life was gone. She identified another purpose; she wants 
to be a volunteer and read to or talk to shut-ins. She particularly would like to 
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Table 5 
Focus Group Observations 
Participant/ John Clark Fred Ben Sara Mary 
Observation 
Plans for no no no no no no 
aging 
Live-in no yes no no yes no 
spouse/other 
Caregiver if no yes no no no uncertain 
becomes 
dependent 
Trusts no selectively no no yes yes 
Doctors 
Member of a no yes no no no 
no 
support 
group (not a 
religious 
affiliation) 
Employed yes yes no yes yes 
retired 
Aging with no yes no no no 
no 
wellness 
Family 
supportive 
growing up yes yes no yes 
yes yes 
. . Key: Yes 1s a postttve response. No 1s a negative response . 
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volunteer at a children's hospital. The impediment in her physical environment is 
difficulty finding a way to get to the people she wants to help. 
Sara, "sheds a lovely light" as she participates in life. She grew up in a 
family who loved and encouraged her to, "be the best she could be." The 
message she heard was to, "do more and do it best." A major surprise in her 
life has been having the added burden of PPS. She has always been compliant 
with recommendations made by others in her life, including family and the 
medical profession. Now she faces the need to modify how she accomplishes 
some of the tasks that take a toll on her in her occupational environment. The "1 0 
to 15 years from now" when she envisions needing to use a scooter will probably 
be closer to 2 to 3. If she was not so fearful that adapting would mean losing 
function, she coutd take advantage of the opportunity to preserve function. 
"Living each day like there was no yesterday and no tomorrow," has 
worked thus far for Clark. His vision and life theme, "finding a cure for SCI," 
continues to endure. He has structured his environment to support this theme. 
He was a successful student athlete when his hopes for an athlete career were 
dashed in the football tackle that left him paralyzed. He began his proactive role 
almost from the moment of his injury, pursuing a cure for SCI for himself and 
others. His family had always been supportive and their support intensified after 
his injury. They have played an instrumental role in helping him attain greater 
physical capabilities; and their example of a "truthful father and a loving mother" 
continue to sustain him. Clark's internal environment has revolved around the 
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structure and discipline of the athlete. He is aging, but denies problems due to 
aging. He is the only participant who sees himself as gaining rather than losing 
capability as he ages based upon the promise of new SCI research. 
Ben's adage, "Play [life] hard, enjoy it, play as hard as you can for as 
long as you can!" has gotten him to this point in life. His occupational 
environment was not always nurturing while he was growing up; however, he 
always knew that his parents loved him. He was successfully driven by the 
culture of the athlete, but now as he is aging he is facing the reality of "not being 
superman anymore." His personal physical environment is deteriorating and he 
fears what is happening to him. Memories of old environments of disability and 
the "poking and prodding" of the medical profession have kept him away from 
physicians for thirty years. 
John wakes, "Seeing each new day as an adventure where I have to 
contribute." He grew up as the son of a blue-collar worker. He moved out of his 
parent's home after his SCI, because he knew if he stayed as "poor Johnny" that 
he would never be able to contribute. He has carved his own way in a world that 
did not see persons with SCI surviving. He has proven the medical community 
wrong who he overheard say about him after his injury, first "if he is there in the 
morning I'll [his doctor] take a look at him, and then, "If he's there in six years ... " 
[expected life span following SCI]. John is now 30 plus years post injury, but the 
wear and tear of his occupational environment, physical, cultural, and social, has 
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taken its toll. He is approaching the time when he will not be capable of 
maintaining the high standards he sets for himself. 
The ways of aging of the participants are as varied as their personalities. 
They did not have the benefit of past generations of survivors to learn from, 
simply because they are pioneers. John and Ben have reached this point in their 
lives having survived some hard living and intense focusing on athletic careers 
and their jobs in academia, to the detriment of their personal physical 
environment. Fred has also neglected his physical well-being, but does not have 
the career success enjoyed by Ben and John. Mary and Sara have always done 
what doctors told them was best and taken special care to eat properly, maintain 
their weight, and balance their lives. They find themselves losing function 
because they, " ... did what they were told to do [exercise and push themselves 
physically]." Clark, proactive since his injury, has tried to maintain his personal 
physical environment by following a regimen that includes a balance of healthy 
diet, exercise, and rest. He is essentially the healthiest one, physically, of the 
group and looks forward to improved functional abilities. 
Conclusion 
Limitations 
Limitations of the study include the following: 1) study participants were 
representative of persons aging with a long-term disability; however, results 
cannot be generalized to a larger population; 2) two of the original number of 
participants were unable to participate in the focus group and had to be 
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interviewed on a separate occasion; and 3) the focus group had to be held in two 
locations which could have interfered with the group cohesiveness. 
Significance of the Study 
The study has added another chapter to the sparse qualitative research 
concerning persons aging with a chronic disability. The clock is ticking on these 
relatively new groups of cohorts who are having a new dimension added to their 
disability as they age. The study has offered an opportunity for participants to 
voice their story and their concerns regarding aging with a long-term disability. 
The results of the study are offered to the healthcare community to serve as an 
example of what can be gained from listening to a life narrative and from focused 
group interaction, and to expose them to some of the needs of a population of 
persons aging with a long-term disability. 
Summary of Study Results: 
1. Persons aging with long-term disabilities are not planning for aging with 
well ness. 
2. Similarities exist between the culture of the athlete and that of the 
culture of polio that Scheer and Luborsky (1991) identify including high 
demands of self and refusal to compromise, as evidenced by examples 
shared by some of the participants. 
3. Four of the six persons interviewed are living alone, (Clark lives with 
his wife and children and Sara is caregiver of her Aunt who helped 
raise her). 
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4. Five of the six participants have no immediate family member to care 
for them should they become dependent. 
5. Three of the six who have the most severe health problems have no 
confidence in the medical community. 
6. Three of the six have no particular community support system. 
7. The three participants with a history of poliomyelitis feel that they are a 
forgotten population. 
8. The athletic culture and the polio culture have been working models for 
some of the participants until now-as they experience limitations due 
to aging with a long-term disability. 
9. Four of six participants are employed, one is retired. 
10. Four of the six participants chose careers where they deal w ith persons 
with disabilities on a regular basis. 
11 . Five of the six participants have had successful careers. 
12. The one unemployed participant is the only one of the six who felt he 
did not have a supportive family. 
13. None of the six participants are involved in any type of support group 
comprised of or including persons aging with a long-term disability. 
14. Members in the focus group offered support and encouragement to 
fellow participants. 
15. The researcher/moderator gained a unique perspective on the 
participant's process of aging with a long-term disability. 
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The potential for a format such as the focus group to help persons who 
are aging with a disability is great. In the example offered here, participants who 
had never met were able to dialogue, to share their stories, and to offer one 
another support and affirmation. Sara and Mary were mutually supportive and 
affirming of each other as were as Ben and John. Ben and John both identified 
resources for Mary, and they both offered genuine affirmations for each other 
and for Sara. The participants asked introspective questions of each other and 
the respondents were candid in their replies. In the conference call, Fred shared 
his frustrations at not having any support in the community or success in job 
searches and Clark volunteered his e-mail address and phone number and 
asked him to call. He also provided Fred some names of physicians who treat 
persons with SCI that he had referred others to through his foundation . The 
moderator had the advantage of knowing all of the participants, and gleaned 
even more understanding of these persons aging with a long-term disability. 
Occupational Therapy Implications 
The group format is familiar territory to many occupational therapists. 
Sharing life stories and experiences in such a setting is one way to assist clients 
in gaining understanding of each other and themselves. Simply having a forum 
where it is comfortable to voice needs and concerns can be empowering. The 
focus group provides an opportunity for persons dealing with similar issues to 
network by assisting them in establishing support or strengthening their present 
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support system. It also offers a venue for the therapist to learn more about issues 
and to identify needs or trends within the group. 
The opportunities for occupational therapists to assist the growing 
population of persons aging with a long-term disability are numerous and the 
potential to minimize aging effects is tremendous. Opportunities include the 
challenge to hear their stories to discern problems, to teach ways of "working 
smart" to prevent injuries and conserve energy, to assist in community 
reintegration and support, to educate care-givers in the home setting and 
professional care-givers, to address vocational issues, to address psychosocial 
needs, and to assist in back-to-work issues. Addressing these components has 
the potential to help persons age in place with weflness, to help them adjust to 
changes in their physical, social, and cultural environments, and to adapt to 
changing personal factors. 
Future Research 
Future qualitative research needs to address finding ways to learn more 
on many levels about the population that is aging with a tong-term disability. The 
use of life narratives and the focus group format are two tools that are effective 
ways to increase understanding. 
Finding ways to reach those persons who can have a positive effect on 
health and aging with wellness, those in the medical profession, is imperative. 
Three of the respondents in this study could benefit from medical care but they 
have had previous experiences with the medical community that undermined 
118 
their trust. They chose to avoid the doctors who could help prevent loss of 
function and quality of life. It is extremely unlikely that establishing trust will 
happen without an increase in understanding and knowledge about the 
population aging with a long-term disability. 
Research to find the most effective ways to help younger persons with 
disabilities begin to plan for aging with wellness could help prevent some of the 
problems of aging such as over-use injuries. Developing effective ways to 
educate health-care providers that teaching persons to conserve energy and 
preserve function is essential from day one of a rehabilitation stay is another way 
to encourage proactive instead of reactive intervention. 
Hearing the stories of persons aging with a long-term disability has far-
reaching potential to help persons whose life span is increasing, to age with a 
long-term disability and with well ness. They deserve our attention, our 
understanding, and our action. 
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CHAPTER VI 
Conclusion 
A trilogy of interrelated studies was undertaken to identify and explore the 
occupational adaptation of persons with spinal cord injury (SCI) and with a 
history of poliomyelitis as they experienced the aging process. The research 
employed qualitative research methods in listening, transcribing, and coding the 
respondent's life narratives and in noting the themes that emerged. Analysis of 
the narratives focused upon the person-environment interaction as gleaned from 
the telling of the participants' life stories. The Occupational Adaptation frame of 
reference (Schkade and Schultz, 1992) was used as a framework for the study. 
In the first of three studies, a search of the literature across disciplines 
revealed that numerous quantitative research studies addressed aging with a 
long-term disability, but only a handful of studies used qualitative research 
methods to assess the narrative or life story. Assumptions were set forth to serve 
as a guide to organize a developing body of knowledge regarding individuals' 
perceptions of aging with a long-term disability. 
The second study qualitatively assessed the narratives of six persons 
aging with a long-term disability, three of whom had a history of poliomyelitis and 
three who had SCI. Themes emerged from the narratives, occupational or life 
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themes were defined and revealed, occupational adaptation watchphrases were 
posited and identified, and their significance was explored in terms of examples 
of each participant's occupational adaptation while aging with a long. term 
disability. 
The third study of the trilogy was designed to bring together the six 
participants who had each individually shared their life narrative with the 
researcher. A focus group was the venue for the gathering. Themes that 
emerged included environmental influences, personal factors, and aging issues. 
Occupational Adaptation Frame of Reference 
The framework for the studies was the Occupational Adaptation frame of 
reference as delineated by Schkade and Schultz (1992). Schkade and Schultz 
(1992) and Schultz and Schkade (1992) have documented the process of 
occupational adaptation that transpires within a person to achieve mastery. 
Occupational adaptation occurs when the individual, in the context of their 
physical, social, and cultural environment, produces an adaptive response to an 
occupational challenge. The individual responds to what is occurring in his or her 
life and makes adjustments according to the demand of the environment for 
mastery and the person's internal desire for mastery. 
Responses may result in a positive outcome or adaptation, or a negative 
outcome or maladaptation. Faced with an environmental challenge, the 
individual's response to the challenge occurs; this response could be positive or 
negative or no response at all. When a response is added to the individual's 
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repertoire of coping mechanisms, it can be called up to aid in similar 
circumstances. An unsuccessful response will hopefully lead to another way of 
handling the challenge, and eventually result in the occurrence of occupational 
adaptation. The individual problem solves a way to compensate, accommodate, 
or change behaviors or the environment, which can lead to accomplishment of 
the task-at-hand. It is also possible that the individual may continue to use old 
techniques that were successful in the past, or were perhaps unsuccessful but 
have the comfort of familiarity, or the person may give up from frustration. 
Qualitative Research and the Narrative or Life Story 
Qualitative research methods, including the narrative or life story and the 
focus group, are avenues of learning about individuals from their perception of 
personal life experiences. These venues offer the researcher the opportunity to 
find answers to questions regarding an individual's adaptation or maladaptation 
in meeting life's challenges as they age. The narrative or life story can aid in 
identification of trends and patterns of adaptation, revealing how past 
experiences affect the way change and adaptation occur in an individual's life. 
The narratives in these studies of individuals aging with a long-term disability 
chronicle the life span of adaptation that has taken place in their environment. 
The venues offered a learning potential for the individuals to share their stories, 
for peers to learn from each other, and for the researcher to acquire an insider's 
perspective. 
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Pertinent Information Revealed 
Themes, which emerged from the interviews and the analyses of the life 
narratives of the participants included: influence of social and family 
relationships, disability issues, medical community, perspectives of self and 
adaptive strategies, aging and well-being, and life lessons learned. Various ways 
of occupational adaptation or maladaptation with a long-term disability were 
revealed. 
Themes that emerged from the focus group included environmental 
influences, personal factors, and aging issues. These themes were examined 
within the framework of the Occupational Adaptation frame of reference. 
Analysis of Themes in Light of Study's Purpose and Assumptions 
The all-encompassing purpose of these three studies was to give persons 
with a long-term disability a voice in the telling of their life narratives and then to 
identify and examine emerging themes. Anticipated benefits of the studies 
included increasing self-awareness of the participants, participant sharing of 
knowledge that could benefit peers, and providing examples of adaptation to aid 
the persons who will one day join the numbers of persons aging with a long-term 
disability. It was also anticipated that participant networking might occur on some 
level as a result of bringing the participants together in a focus group. In addition, 
it was felt that occupational therapists and other healthcare professionals could 
benefit from knowledge gleaned from the studies and gain insight into some of 
the problems affecting persons aging with a long-term disability. It was also 
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anticipated that whether or not persons with a long-term disability planned for 
aging would be revealed. The results of the studies will be examined in light of 
the anticipated benefits and the assumptions made in chapter Ill. 
It would be difficult, if not impossible, to assign a hierarchy to the themes 
as to level of importance. All of the themes identified had an effect on the 
participants' adaptation and seemed to be interwoven like the threads in piece of 
fabric that is woven on a loom. If a thread is skipped in weaving, it can leave a 
slight flaw in the material, but the substance is still there. If many threads are 
skipped it leaves an even more noticeable flaw in the material but again the 
substance and form survive. However, if one or more threads are left out when 
warping the loom a flaw results that is quite evident in the finished piece of fabric 
and perhaps is manifested by a weakness in the fabric. 
In turn, the life of each respondent can be compared to a piece of woven 
cloth. Each person has flaws in the fabric of their lives, some more, some less 
than others. However, all excepting one participant had an intact warp as 
shaping their fabric. One participant, an outlier, shared a life story that differed 
greatly from the other participants. The reader will readily discern that individual 
as the researcher shares the following information gleaned from the narratives. 
Themes from the Second Study Narratives 
Influence of Social and Family Relationships 
Messages from childhood were strong and continue to influence the 
individuals. For example, John had to leave home to prove that he could make it 
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on his own. He is still a loner with his dog as his support system. Mary has 
always had a hope for the future, and she still hears the message from her 
mother that "things will be better tomorrow." The only one of six participants who 
did not have a two-parent, supportive childhood feels he was short-changed. He 
had to be a wage earner when he was only twelve years old due to his father's 
death. All of the participants, even Ben who did not grow up in his family home, 
felt that they had grown up in supportive families-except for Fred. 
Ironically, considering the importance of family, only Clark has a family of 
his own-he is the only participant with a live-in significant other and the only one 
with children. Mary is a widow, Ben does have a girlfriend, John has an "iffy" 
relationship, Fred has not had a significant relationship in many years, and Sara 
has a boyfriend. Sara now cares for her aunt who helped raise her. 
Disability Issues 
Sara and Mary stood out as believing that others never discriminated 
against them because of their disabilities. Sara did share that she had 
experienced reverse discrimination because her disability is not evident until she 
walks. The other four participants all told of examples of discrimination, but they 
have not allowed any particular incident to muddy their vision or commitment to 
being productive citizens. That is, all except Fred. His attempts to be productive 
in the work place ended 25 years ago when he was rejected for jobs, "because I 
was in a wheelchair." 
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Medical Community 
Half of the group do not hold the medical community in particularly high 
regard. Sara and Mary felt they received good care from the medical community, 
although they learned of PPS on their own. Clark has a vested interest in 
maintaining a relationship with medical researchers because of his goal of finding 
a cure for SCI. John, Ben, and Fred have nothing good to say about the medical 
profession. John and Fred base their feelings on experiences they have had 
since their injuries. Ben remembers being poked and prodded as a youngster 
and has not been to a doctor in 30 years. 
Perspectives of Self and Adaptive Strategies 
All the participants, except Fred, have been very successful in their jobs. 
Fred prepared himself for employment after he was injured; he earned an 
associate's degree and lacks only seven hours comp1eting a bachelor's degree. 
He felt potential employer's took one look at him in a wheelchair and rejected him 
for positions for which he was qualified. 
For John and Ben, their jobs are all consuming to the detriment of 
relationships, leisure time, and their health. Clark and Sara are successful in their 
work but still manage to be well-rounded individuals. Mary had a career outside 
her home and was a homemaker for 55 years. All of the participants, again 
except for Fred, considered themselves successful in their careers and in life. 
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Aging and Well-being 
Clark, of the six participants, is the only one who feels he has not 
experienced any aging effects. The remaining three males all have over-use 
injuries because of a history of wheelchair sports and using their upper 
extremities for mobility and transfers. John is the most aware of problems due to 
aging but somewhat unbending in his lack of willingness to slow down. It is 
difficult to sort out PPS symptoms from aging effects for Sara and Mary, but both 
realize they are aging faster than their contemporaries are. Clark, Sara, and Mary 
are careful to eat properly, get enough rest, and feel they lead a balanced 
lifestyle. The remainder of the participants are sorely lacking in these areas. 
Life Lessons Learned 
John and Ben, both educators, are quick to say to their students "do what I 
say, not what I do" regarding their lifestyles. Most of the participants had positive, 
purposeful advice for peers and those newly injured. Ben stated that he had no 
advice for peers aging with a long-term disability as he is struggling with that 
himself. Fred's advice was unique in the fact that he stated, "you need an 
advocate or support system" to make it. It was somewhat wistfully said as he 
feels he could have been successful if he had had someone to believe in him. 
Themes from the Third Study Focus Group 
Themes from the third study include: environmental influences that are 
physical, social, and cultural; personal factors including family relationships, 
disability issues, and life themes; and aging issues encompassing personal 
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aging, plans for the future, and messages to peers and/or persons with new 
onset of disability. 
Environmental Influences 
Physical. 
All of the participants throughout their life span have problem solved and 
dealt successfully with their physical environment. They continue to cope, but 
some are now struggling and all recognize that struggles will intensify as they 
age. 
Cultural. 
The disability culture impacted all of the participants. Except for Fred, they 
shared examples of successfully adapting and coping with all its ramifications. As 
Ben shared, "It's a race, no matter what position you attain; the fact is you can be 
minimized in a heartbeat." 
Social. 
One wonders how John will adapt if the day comes when he needs to 
depend upon others to care for him. For now he says, "My support system is my 
dog." Sara has supportive friends and is in a relationship, but should she require 
further assistance in her present circumstances, she would be on her own as 
would Ben and Fred. Mary has family who are supportive, but it is uncertain if 
they would take responsibility for her care. Clark is the only participant who is 
married and has a live-in support system. 
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Personal Factors 
Family relationships. 
Fred is the only participant who grew up in a single parent household. He 
found life difficult before his injury and even more difficult afterwards. He felt as 
though he had dealt with life, "basically as an orphan." The remaining participants 
all carried messages from their parents that have been cornerstones in their lives 
and all draw upon those messages, even today. 
Disability issues. 
The influence of disability is sometimes hidden, sometimes made painfully 
clear by others. The disability identity defines some, and its perception defines 
others in the study. All have adapted in their own way to disability in their lives. 
One observation that is painfully clear is that disability has the potential to rear its 
head as the participants' age. The additional time and energy that disability 
demands are making adapting more difficult as aging occurs for all participants in 
the study, excepting Clark. 
Occupational/life themes. 
The importance of the occupational/life theme, the over-riding goal of a 
lifetime, is to assist in keeping one's focus on an ultimate and sometimes 
character-building objective. Occupational themes, as defined by the researcher, 
are "purposeful, meaningful actions that supply form and substance to a person's 
life." Those participants who felt the most successful in life had a positive 
occupational/life theme. 
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Aging Issues 
Personal aging. 
All members of the group, excepting Clark who denies it, are experiencing 
physical problems due to aging. It was expected that psychological issues would 
accompany this aging process; however, there were only veiled inferences to 
indicate that. 
Plans for the future. 
The participants' thoughts of aging do not include a particular plan for 
addressing aging with a long-term disability. Although this probably does not 
differ from the general populace, it is seemingly even more important for persons 
aging with a long-term disability to have a plan to age with wellness. 
Messages to peers and/or to persons with new onset of disability. 
A consensus of the participants is that ultimately how life affects you is, 
"up to you." Once again, Fred is the exception; he feels like he has had few 
choices in life and holds others responsible for his difficulty adapting in his 
environment. He acknowledges that he did not have, "anyone to show me the 
ropes." His recommendation for community support groups seems a valid one. 
Fred's Maladaptation 
It could be that the crux of Fred's inability to successful adapt to life 
circumstances was not because of what he had in life but because of what was 
lacking in his life. The thread that was left out of the warp for Fred was a thread 
that all the participants, save him, shared. That was the thread of positive family 
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support. It is true that John separated himself from his family to avoid the stigma 
of disability, but that was after he had 18 years of being told he could accomplish 
whatever he set out to do. Fred himself identified that he essentially, "was always 
an orphan." He was able to attain significant goals in life, as witnessed by his 
associate's degree and almost attaining a bachelor's degree. However, he was 
unable to attain his ultimate goal of attaining a job he had sacrificed and worked 
for. In occupational adaptation terms, he became hyperstabilized, not taking 
action because he, "didn't want to be where he wasn't wanted." He established a 
pattern of accepting defeat in his life. With no successes, except those he 
enjoyed in college, he had no positive experiences of adaptation to add to his 
repertoire; therefore, his maladaptation has become a way of life for him. He is 
existing but he appears not to be enjoying life. 
Results of Studies in Light of Original Assumptions 
Assumption 1. Research regarding the population aging with a long-term 
disability can serve to provide this population with a sense of control in managing 
their aging, so that aging can be a process that does not infringe upon other 
aspects of the individuals' lives. 
The control referred to in this assumption was potentially to come from the 
telling of the life narrative and the opportunity to share life experiences in the 
focus group. Qualitative research can potentially aid in facilitating meaningful 
adaptation to aging with a chronic disability by allowing the individual to feel in 
control telling his life story (Wiley, in press). This assumption is probably the most 
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difficult to assess in light of the individual interviews and focus group. In 
hindsight, a follow-up question to the focus group would have addressed this 
question directly. Because the researcher does not have that information, 
observations will have to serve to answer it. 
It would seem reasonable that the person or persons who had the most to 
gain from just the telling of their life story in the interviews and the focus group 
would be the participants who had not told their story in the past. It was learned 
during the interview and focus group process that John and Ben who are both 
educators, share a great deal about themselves with their students. They were 
accustomed to telling their stories. Clark was also somewhat accustomed to 
telling his story to the persons he addressed through his foundation. Sara 
sometimes had the opportunity to share knowledge she gained living with 
disability with families of persons who are patients at the rehabilitation center 
where she works. Mary, the least likely of the group to have told her story, 
seemed to be the most empowered by having the opportunity to share her 
narrative. She had some difficulty ordering circumstances and happenings in her 
life at her initial interview, but seemed to have a better recollection of events for 
time and place at her follow-up interview. She verbally expressed, on several 
occasions, how much it meant to her to participate in the research project. By 
contrast, Fred seemed to turn more inward with the interviews. He did open up 
more and audibly seem to gain some inner strength at being validated by Clark 
during their portion of the focus group. He was excited to have Clark offer his 
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phone number and e-mail address so that Fred could contact him for help with 
resources. 
Another aspect to the sense of control that could be gained from telling the 
life story, is to learn that others have dealt with similar problems and been able to 
overcome them or "find another way" to accomplish a task. There were many 
examples of "finding another way" provided by the respondents. It was 
unfortunate that Clark and Fred were unable to meet with the rest of the 
respondents-but some doors were opened, never the less. As John shared, he 
can only show his students the doors, it is up to them to go through. The sharing 
of life narratives with the researcher and with peers did serve to raise a level of 
awareness of the participants to aging with a long-term disability. It was a topic 
that they had not planned for in their lives. 
Assumption 11. Biological aspects of aging do not have to mean poor quality of 
life or limit interaction with others in society. 
The participants shared many ways of coping with disability and of 
successful ways of dealing with life experiences. They were exposed to peers 
who had been successful at careers, but not so successful in dealing with other 
aspects of disability that could lead to aging with a long-term disability. They 
were also exposed to peers who had well-rounded lives including careers and 
aspects of their lives that would lead to aging with well ness, such as healthy 
nutrition, getting enough rest, and managing their time to have time with friends, 
for leisure, and for play as well as work time. 
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The elements of this assumption were all illustrated by examples given in 
the interviews and focus group: successful aging by managing harmful elements 
and dealing with biological changes, education to facilitate quality of life through 
planning and preventative action, and basically determining what is important to 
the individuals. Additional focus groups, perhaps developing into support groups, 
could with a knowledgeable facilitator help make a difference in the quality of life 
for these and other persons aging with a long-term disability. 
Assumption Ill. Personal choice and the opportunity to accept or decline 
participation are empowering. 
Lack of choice is an indicator of lack of control. When control is lacking, a 
person's life choices are limited or perhaps do not exist. The interviews and focus 
group provided a venue for the participants to share what they chose to share, 
without the anticipation of being judged or censored. The opportunity to hear 
other's stories and to learn both from the peer and researcher perspective were 
evident in both venues. 
Assumption IV. Meaningful interactions and meeting one's potential for 
accomplishment can be achieved while aging with a disability. 
Qualitative research can identify possible choices for the individual, 
expanding opportunities to interact successfully in the environment. The 
interviews and focus group identified choices the participants had made in their 
lives and the ramifications of those choices were evident by example. 
Participants who had followed a healthy, well-balanced life style seemed to be 
134 
enjoying the best quality of life including physical wellness. By example, those 
participants illustrated that aging with a long-term disability does not preclude 
aging with wellness. 
The participants who had not considered elements such as nutrition, skin-checks, 
conservation of energy and resources, and building a support network, did not 
seem to be aging with wellness. 
In summation, the four assumptions served to help organize the 
knowledge gained from the research studies about the perceptions of aging with 
a long-term disability. They helped to focus the process of contributing to a body 
of knowledge. 
Researcher's Reflections 
What I learned from the dissertation process. 
Each portion of the process had aspects that were tedious and prompted 
procrastination and others that were fascinating and compelling. For example, 
the data collection process was very challenging. Meeting people who were 
strangers to me and eliciting the sharing of personal narrative was a challenge 
and very rewarding. Transcription and coding were tedious processes much of 
the time, but it was exciting to decipher emerging themes from the narratives and 
then to make sense of them. 
Just getting started to write was one of the most difficult things for me to 
do. I learned that putting something down on paper helped to stimulate a flow of 
thoughts and critical thinking about the task at hand. It was helpful to write for a 
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time and then put that piece away for a while and tackle another. The enormity of 
the dissertation was overwhelming at times, but taking a portion at a time made it 
manageable. I also learned that it was vital to share thoughts and ideas, 
particularly with my committee chair, but also with committee members and other 
persons who had expertise about the questions I had. If I was perplexed or felt I 
had hit a roadblock, dialoging and explaining my ideas at least stimulated further 
thought and sometimes lead to a break-through in my thinking. I really 
appreciated my committee chair's gentle admonitions i.e., "keep plugging" and 
"now there is light at the end of the tunnel." 
What I teamed from writing for peer reviewed journals. 
First and foremost, I learned that "less can definitely be more!" I found that 
editing was easier when I edited as I went along, setting limits of numbers of 
pages for myself, rather than editing when I had a completed project. 
It was difficult for me to find parts of my second article that I could delete without 
feeling as if I was sacrificing my integrity in telling the story of the participants. 
The review process is a lengthy and slow process, of necessity, and it was easy 
to get frustrated with it all. Chapter Three has been accepted for publication in 
Physical and Occupational Therapy in Geriatrics (see Appendix B), Chapter Four 
is currently under review by OTJR, Occupation, Participation and Health (see 
Appendix C), and Chapter Five is currently under review for publication in The 
American Journal of Occupational Therapy (see Appendix C). 
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Focus group added another dimension. 
Comparing the focus group results to the individual interviews is 
somewhat like comparing apples and oranges. They are both qualitative 
methods, yet both contributed their own unique flavors and qualities to the 
studies considered separately and as a whole. In addition to what was learned 
from the interviews, the focus group offered an exclusive opportunity to bring 
peers together to dialogue. People who had never met each other were able to 
share thoughts and emotions about aging with a long-term disability. Not only 
had they never met, none of the group members had, in their adult lives, 
participated in a peer support group. The members offered support and 
understanding to their peers, some even giving their phone numbers and e-mail 
addresses so they could help with concerns in the future. 
The importance of an occupational theme emerged from the dialogue in 
the focus group as had the occupational adaptation watchphrase or watchword in 
the second study. Having an "occupational theme" has kept many of the 
participants focused, urging them on in life. 
View of narratives over the dissertation process. 
I had hoped to first give persons aging with a long-term disability a voice 
and then to identify emerging themes. In the framework of telling their stories and 
coming together in a focus group the themes that emerged were on some levels 
predictable, and on some, not so predictable. I had not anticipated the seemingly 
strong role that family support would play in the lives of so many of the 
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participants, nor that the only person who had many successes in life would have 
had no family support. The fact that trust of the medical community was lacking 
for many of the participants was also a surprise to me. 
Emergence of new thoughts or ideas based upon the narratives. 
It was exciting to discern the emergence of commonalities such as the 
occupational theme which seemed to provide a focus for those who had such an 
all-encompassing goal, and the occupational adaptation watchphrases or 
watchwords which seemed to call up remembrances of past occurrences of 
occupational adaptation to apply to present-day issues. These concepts both 
emerged from studying the narratives and examples of occupational adaptation 
in the participants' lives; the occupational theme was redefined from 
Csikszentmihalyi's life theme, and the watchphrase or watchword was an entirely 
new line of thinking of the researcher. 
Future Plans 
How knowledge gained will help the population aging with a long-term 
disability. 
An active process to educate on many levels will help to bring to the 
forefront the needs of the population aging with a long-term disability. Some 
specific ways of educating include the publication of research that can raise 
awareness of the growing numbers of persons aging with a long-term disability, 
planning inservices to educate the medical community, contacting organizations 
and assisting them to disseminate the valuable infonnation they have available, 
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and working with follow-up clinics to help provide a network of services that will 
actually provide support for the needs of the persons they serve. Some of the 
above suggestions have been initiated by the author with plans to meet with a 
major rehabilitation center's therapy director and then with the physiatrist and 
nurse who work with the SCI follow-up clinic. It is also a plan of the researcher to 
contact the director of Post Polio Health International (PPHI) and dialogue with 
her on ways of distribute the valuable information PPHI has available to both the 
health-care community and to persons with a history of poliomyelitis. Also, the 
researcher plans to investigate the potential for a board of people supportive of 
persons aging with a long-term disability to include perhaps some of the persons 
in the author's research studies, the author, and a recently retired counselor for a 
state rehabilitation agency who himself is aging with a long-term disability. The 
researcher, for purposes of the studies documented in this dissertation, chose to 
include persons with SCI and a history of poliomyelitis, realizing that there are 
many other persons with a history of other disabilities who need to be heard. 
Further research will also plan to address those groups. Potential places to 
publish parts of the research to reach a broader audience could be in non-juried 
publications that reach occupational therapists such as Occupational Therapy 
Practice, New Mobility for persons with SCI, and Post-Polio Health for persons 
with a history of poliomyelitis as well as for health-care professionals. 
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Potential journal articles from the dissertation research. 
One possible study could be regarding the themes that emerged from the 
interviews, using a smaller sampling of quotations for each theme with more 
analysis of the themes. 
A second study could single out the occupational adaptation process and 
focus on the potential for life themes and occupational adaptation watchwords in 
the study of the process of adaptation. 
A third study regarding the medical community and the issue of trust that 
keeps some persons from seeking needed medical attention is yet another 
possibility. 
Limitations of the Studies 
1) The research results cannot be generalized to an entire population of 
persons aging with a long-term d isability because narratives were of individuals 
and unique to them. However, trends can be identified which future studies can 
address. 2) The participants did not comprise a homogenous group based upon 
diagnosis. Persons who had SCI or a history of poliomyelitis were selected as a 
sampling of persons aging with a chronic disability; however, they all had the 
commonality of belonging to a group that has emerged in less than one 
generation-persons aging with a long-term disability. 3) All possible topics were 
not addressed due to time constraints. 4) Two of the six participants were unable 
to attend the focus group and had to be interviewed on another occasion. 
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5) The focus group had to be held in two locations connected by 
video-conference, and that could have interfered with group cohesiveness. 
Role of Occupational Therapy 
The role of the occupational therapist in addressing persons aging with a 
long-term disability remains largely untapped. Roles exist for the researcher, for 
the deliverer of direct services, and for the therapist who is available through 
community resources. 
Researcher. 
Many opportunities exist for the researcher to collect data using qualitative 
methods. Individual interviews that offer the opportunity to hear life narratives 
and focus groups that offer an opportunity for participants to interact with peers 
have proved to be effective tools. After data is collected, it is then the 
researcher's obligation to disseminate the information to the audiences that need 
to hear it, including peers, persons aging with a long-term disability, members of 
health-care professions, readers of professional journals, members of 
professional organizations, and community leaders. 
The role of the researcher in the dissemination of knowledge gleaned from 
these studies is one of an obligation to convey knowledge that has been 
obtained, to inform persons in the health-care field of the needs of this 
population, of the need to reestablish trust in the medical community, and of the 
need to provide support to persons aging with a long-term disability not only in 
the health-care system but also in the community. 
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Direct-care provider. 
The occupational therapist who is a direct-care provider, has an obligation 
to listen to the person's life story and to act as an agent of the environment to 
facilitate the occupational adaptation of the individual aging with a long-term 
disability. The occupational therapist can have a role in helping the person 
"reframe" their life as described by McCubbin and Patterson (1981) and as 
applied by Hersch (1991). As Sara phrased it, "we have to make a new normal." 
Ways to reframe can include adapting to environmental influences and to 
personal factors including combating the effects of aging such as the need to 
energy conservation and "working smart." 
Community supporter. 
The occupational therapist as a leader or member of a community support 
group has an opportunity to help participants look at patterns of coping, to 
identify ways to preserve health, and to assist persons in adapting in place with 
wellness. 
They also can help in training caregivers, whose role will become more 
difficult as the person they care for ages. We are just barely looking at the 
persons aging with a long-term disability. We need also to consider their care-
givers and the well ness of the care-givers. Robinson-Whelen and Rintala (2003), 
studying a population of veterans with SCI, suggest that persons with SCI who 
are aging and facing increasing disability may have informal care-givers who are 
also coping with aging problems. 
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The knowledge that is available through printed materials, web-sites, and 
references to community support groups to help persons with SCI and with a 
history of poliomyelitis and perhaps PPS, needs to be readily available to 
persons with these disabilities, to care-givers, and to the healthcare professions. 
These materials should offer resources and support and also help with increasing 
trust in the medical community. The occupational therapist is in a prime position 
to offer these resources. 
The opportunities for occupational therapists to assist the growing 
population of persons aging with a long-term disability are numerous and the 
potential to minimize aging effects is tremendous. Opportunities include the 
challenge to hear their stories to discern problems, to teach ways of working 
smart to prevent injuries and conserve energy, to assist in community 
reintegration and support, to educate care-givers in the home setting and 
professional care-givers, to address vocational issues, to address psychosocial 
needs, and to assist in back-to-work issues. Addressing these components has 
the potential to help persons age in place with well ness, to help them adjust to 
changes in their physical, social, and cultural environment, and to adapt to 
changing personal factors. 
Future Research 
Future research concerning persons aging with a chronic disability needs 
to determine efficient and effective means to facilitate learning about ways to be 
proactive in problem prevention and management so that aging can be 
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concurrent with weflness. Attention to this issue has to occur on many levels, 
from the hospital into the community. Challenges that are before us include: 
community resource development, modeling and developing support systems 
and resources for persons with disabilities and care-givers, and education of 
health-care professionals to care for the specialized population of persons aging 
with a chronic disability. 
Finding ways to reach persons in the medical profession who can have a 
positive effect on health and aging with wellness is imperative. Gaining the trust 
of persons aging with a long-term disability will require persons in the health~care 
professions learning about this population and its needs. 
Research to find the most effective ways to help younger persons with 
disabilities begin to plan for aging with wellness could help prevent some of the 
problems of aging. Developing effective ways to educate health-care providers 
that teaching persons to conserve energy and preserve function is essential from 
day one of a rehabilitation stay is another way to encourage proactive instead of 
reactive intervention. 
Active involvement of the person aging with a long-term disability in 
planning for the future with hope for wellness and quality of life is a challenge to 
all. That they will be assured they will have a voice and we will listen is our 
opportunity and obligation is to serve. 
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Summary 
Qualitative research methods including listening to the participant's life 
narrative and having persons participate in a focus group have revealed needs 
regarding the health and wellness of the population who is aging with a long-term 
disability. While these needs cannot be generalized to the population of persons 
aging with a disability as a whole, they indicate trends and definitely point to the 
need for continued research. 
Concerns that emerged from the studies are: half of the participants do not 
trust the medical community, half of the group neglect general nutritional and 
health practices, in the group studied only one out six has a known care-giver 
should the participant have a decline in function and require assistance, and 
none of the participants particularly plan or even think about aging. In addition, 
half of the participants had no particular community support system and none of 
them had a support system with peers aging with a long-term disability. 
It is our obligation as health-care professionals to see that these issues 
are addressed. They are issues that have humanitarian as well as economical 
ramifications. The occupational therapist is uniquely prepared to address many of 
the issues identified, but it will take a team effort to build trust in the medical 
community and to assist persons aging with a long-term disability to age in place 
with wellness and quality of life. 
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The article is in press and will be published in Volume 21 #3 which is due out during the first 
quarter of 2004 . 
Sincerely yours, 
9 . . 
Ellen Taira 
Editor 
.,• ..,•,' ·1 
1'67 
p u/Jiis/Jetl by The Haworth Press, Inc .. 10 Alice Street. Binghamton. New York 19304-1580 • USA 
' ·· 
APPENDIXC 
CORRESPONDENCE 
168 
December 16, 2003 
Carolyn Baum, PhD, OTR/L, FAOTA 
Associate Professor, 
Occupational Therapy and Neurology and Elias Michael Director, 
Program in Occupational Therapy 
Washington University School of Medicine 
Box 8505 
4444 Forest Park Ave. 
St . Louis, MO 63018 
Dr. Baum , 
Per our phone and e-mail communication in January, I did not submit a manuscript of my 
literature review toOT JR. However, I am now submitting the manuscript of my qualitative 
research study "Aging with a Long-term Disability : Voices Heard" for consideration for 
publication in OT JR. 
This manuscript is not currently, nor has it been , submitted to any other journal for publication . 
It is a privilege to have you review my manuscript for possible publication . I know this is a lengthy 
process. Would you please acknowledge receipt of my manuscript by e-mail. 
Thank you for considering my work, 
Sincerely, 
Ann Wiley, MOT, OTR 
Texas Woman 's University, 
Doctoral Candidate 
eawiley@msn .com 
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Manuscript Title __ ----...A=g=i=n=g,_w-'-'--'-i t=h::....;a==-=L-=-on'""g"'---=.;te=rm=-:..-==D"-'i~s=a.::::.b:o.:.il-'-"i ty.J_:,_V.:....::::.oi'-"c=es 
Heard 
We have received your ___ X____ original manuscript 
______ revised manuscript 
other 
------
which you submitted for publication consideration in the OTJR: 
Occupation, Participation and Health (OTJR)). The material is under 
review, and you should anticipate further correspondence concerning its 
disposition within 10-12 weeks. 
Thank you for your interest. 
December 22 2003 
Date 
M. Carolyn Baum, PhD, OTRIL, F AOT A 
Editor, OT JR: Occupation, Participation and Health 
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December 23, 2003 
Dr. Mary A. Corcoran , Editor 
The American Journal of Occupational Therapy 
2901 Oak Shadow Drive 
Oak Hill, VA 20171 
Dear Dr. Corcoran: 
Enclosed please find an original and three copies of the manuscript of my 
original research : "Aging with a long-term disability: A group forum for 
sharing voices." This manuscript has not been submitted to any other 
journal for publication . 
Would you please, upon receipt of my manuscript, send me an e-mail 
verifying that you received the manuscript and that it is being reviewed. I 
will be defending my dissertation the first week of January, and I need a 
copy of the e-mail verifying receipt to include in the appendix. 
I consider it a privilege to have my manuscript reviewed for possible 
publication in The American Journal of Occupational Therapy, and I 
appreciate the time and effort on the part of the persons involved in 
reviewing my work. 
My committee chair, Dr. Gayle Hersch, said to say "Hello!" 
Respectfully, 
E. Ann Moore Wiley, MOT, OTR 
Doctoral Candidate, Texas Woman's University 
eawiley@msn.com 
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ANN WILEY 
From: 
To: 
Sent: 
Attach : 
Subject : 
Ann -
<mary .corcoran@cox .net> 
"ANN W ILEY" <eawiley@msn .com> 
Friday , January 02, 2004 12:48 PM 
attachment. txt 
Re: Re: submitted manuscript 
I just got to the post office to pick up your manuscript . I will initiate the review process 
immediately whic h shou ld take between 2 -3 month s. Please refer to manuscript # 03-285 in all 
futu re co rrespond e nce . I n additio n, pl ease direct all future correspondence to ajoteditor@cox.net. 
Tha nk you , 
Ma ry Corco ran 
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